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Abstract 
 

This review aimed to systematically review and synthesise qualitative data related to the lived 

experiences of asylum seekers and refugees (ASRs) and their access to mental health services 

in the UK. A pre-planned systematic search with no date restrictions was conducted on 26th 

June 2025. Studies were screened by title and abstract, followed by full text. Included studies 

were appraised using the Critical Appraisal Skills Programme UK (CASP) Qualitative Studies 

Checklist. A thematic synthesis of 11 studies revealed three overarching themes which related 

to different aspects of ASRs accessing and using mental health services in the UK:  structures 

and systems that produce both distress and inaccessibility, negotiating distress and help-

seeking within cultural, religious and social worlds and conditions under which care feels safe, 

trustworthy and genuinely helpful. The experiences of accessing mental health support for 

ASRs are discussed. Key areas for service development and improvement are highlighted, 

particularly around language support, safety, trust and the need for holistic care. Finally, 

recommendations are made for clinicians, service leaders and policymakers to improve access, 

acceptability and engagement in mental health services for ASRs. 

 

Keywords: refugees; thematic synthesis; systematic review; mental health care; United 

Kingdom  
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Introduction 
 

Over the past decade, and particularly in recent months, ongoing conflict, violence, 

and persecution have driven more  global displacement (UNHCR, 2024). By the end of 2024, 

123.2 million people were forcibly displaced worldwide (UNHCR, 2024). Refugees are 

individuals "who flee their country due to war, violence, natural disasters or persecution, with 

a well-founded fear of being persecuted for reasons such as race, religion, or political views" 

(United Nations, 1951). Asylum seekers remain in a more uncertain legal position while 

awaiting a decision and protections linked to refugee status (Hynie, 2018). In the UK, 

substantial numbers of people are seeking asylum and refugee protection, and the asylum 

caseload remains high (House of Commons, 2025). 

It is established that asylum seekers and refugees (ASR) face a high risk of psychological 

distress often associated with the three stages of the migratory process (pre-migratory, peri-

migratory, and post-migratory) and these stages are linked with trauma that ASRs face 

(Katsampa et al., 2025). Upon arrival in host countries, mental health can deteriorate due to 

post-migration stressors and socio-political factors, including the asylum process, racism and 

xenophobia, poor living conditions, limited access to healthcare, and socio-economic 

difficulties (Demirli Yıldız & Strohmeier, 2024; Morrice et al., 2021).  These cumulative 

stressors increase the risk of enduring mental health difficulties, with ASR more likely than the 

general population to have long-term psychological needs (Santambrogio et al., 2024; 

Katsampa et al., 2025). Recent reviews indicated high prevalence of depression and PTSD 

among ASR living in high-income countries (HICs) and these symptoms can persist for years 

post-displacement and resettlement (Blackmore et al, 2020; Henkelmann et al., 2020).  

Host countries have responsibilities to ensure access to health care, including for people 

seeking protection (UNCESC, 2000). However, research suggests ASR have disproportionately 

higher rates of unmet mental health needs (Dumke et al., 2024). Reviews have highlighted a 

gap between ASR’s mental health needs and treatment provision in high-income countries, 

barriers related to differences in cultural conceptualisations of distress, limited availability of 

specialist services, and issues around therapeutic and cultural "competence" (Dumke et al., 

2024; Satinsky et al., 2019). 
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In the UK, policy and public discourse are relevant to mental health and help-seeking. The 

“hostile environment” has been described as damaging, creating a climate of fear and 

contributing to harmful portrayals of ASR, with impacts linked to racism, islamophobia and 

xenophobia (Essex et al., 2022; Trueba et al., 2023). Jannesari et al. (2019) described how ASRs 

experienced this as “diplomatic torture”, contributing to re-traumatisation and 

dehumanisation. Essex et al. (2022) further highlighted that fear of detention or deportation 

discouraged people from seeking care. It is also important to note that ASRs’ experiences may 

not be uniform and vary depending on how people are racialised and positioned within policy. 

Some groups have been represented as more “deserving” of support than others (Reynolds et 

al., 2024). Griffiths & Yeo (2021) critiqued the hostile environment as an ideological stance 

rather than an evidence-based policy approach. These contexts sit alongside broader NHS 

pressures and widening inequalities (Institute of Government, 2024), which compound 

barriers for marginalised groups (Lowther-Payne et al., 2023; Alam et al., 2024). 

Although there is growing recognition of the complex mental health needs of ASRs in the UK, 

access to appropriate support remains inconsistent and influenced by intersecting structural, 

cultural and institutional barriers. Byrow et al. (2020) identified barriers to service use 

including transport difficulty, insecure housing, appointment scheduling difficulty or delay, 

immigration status, continuity of care, and stigma around mental health. While international 

and European-wide reviews provide important evidence (Byrow et al., 2020; Dumke et al., 

2024), there remains a lack of systematic qualitative work focused specifically on the UK’s 

legal, mental healthcare, and policy landscape for ASRs. 

Pollard and Howard’s (2021) scoping review highlighted a gap in UK-wide evaluations of 

mental healthcare access for ASRs and called for context-specific, culturally sensitive and 

responsive service designs, but did not conduct a formal synthesis of qualitative findings. 

Other reviews (Hanwell et al., 2025; Harrington et al., 2022; Due et al., 2020) explored barriers 

within primary care or general healthcare settings. Alam et al. (2024) and Bansal et al. (2022) 

addressed racialised experiences more broadly, often without focusing specifically on the 

asylum process or on ASRs’ experiences of accessing mental health services. More recently, 

Koja et al. (2025) published a UK-focused systematic review of adult refugees’ perceptions of 

accessing mental health services; however, it excluded asylum seekers and under-18s/over-

65s and synthesised evidence across quantitative, qualitative and mixed-methods designs. 

A UK-wide, qualitative-led synthesis centring asylum seekers and refugees lived experiences of 

accessing and engaging with mental health services (across ages and UK nations) remains a 
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gap. Recent protocols (PROSPERO CRD42024540071, 2024; PROSPERO CRD42024597069, 

2024) have similar aims but are limited by scope (geography, availability-focused questions) or 

are still in progress. Furthermore, existing reviews often prioritise identifying barriers over 

exploring the meaning and experience of help-seeking. By focusing on the UK context and 

centring the voices of ASRs, this review aims to provide a comprehensive, thematically 

synthesised understanding of ASRs’ experiences of mental health service access and use, to 

inform policy, practice, and service design aligned with principles of equity, social justice, 

trauma-informed care, and cultural responsiveness. 

The overall aim of the review is to systematically review and synthesise the perspectives and 

lived experiences of ASRs who are seeking mental health care and living in the UK. It aims to 

provide an understanding of how ASR access and use mental health services in the UK, 

including features that may improve access and engagement, and those that act as barriers. 

Methods 
Registration 

In accordance with PRISMA guidelines (Page et al., 2021), this systematic review protocol was 

registered with the International Prospective Register of Systematic Reviews (PROSPERO) on 

7th of August 2025 (CRD420251115664) and reported in line with PRISMA guidelines (Appendix 

1.1). The Enhancing transparency in reporting the synthesis of qualitative research (ENTREQ) 

guidelines (Tong et al., 2012) were also followed to ensure transparency of reporting 

(Appendix 1.2). 

Search Strategy 

A pre-planned systematic search with no date restrictions was conducted on 26 June 2025. 

Five databases were identified and included OVID Interface (MEDLINE and EMBASE), EBSCO 

(CINAHL and PsychInfo) and Web of Science Core Collection (Science Citation Index Expanded 

(SCI-EXPANDED), Social Sciences Citation Index (SSCI), Emerging Sources Citation Index (ESCI).  

Search terms were formulated using the SPIDER framework (Cooke et al., 2012). The search 

strategy was developed in consultation with a specialist librarian to ensure specificity and 

sensitivity, amended as appropriate per database.  A detailed account of search terms and the 

full electronic search strategy) can be found in Appendices (1.3). The following key concepts 

were searched: 

1. Key word searches related to main subject terms:  
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Studies conducted in the UK: UK geographic filter (Ayiku et al., 2017) 

Refugees and Asylum Seekers: Refugee* OR asylum seeker* OR forced migrant* 

OR displaced persons 

Mental Health Services:  Community Mental Health Service* OR Psychiatric 

Rehabilitation OR Therapeutics OR Psychological Therap* or Counselling or IAPT 

OR Mental Health Care Utilisation 

Qualitative Research: qualitative OR ethnograph* OR grounded theory OR 

naturalistic OR IPA OR phenomenolog OR experience* OR perception* OR 

narrative OR interview* OR content analysis OR focus group* OR questionnaire 

OR survey OR thematic analysis 

2. The use of MeSH/Subject Headings to map articles to main subject terms.  

3. The use of the OR Boolean Operator to combine search lines for each main subject.  

 

Study Selection 

This review included qualitative studies and the qualitative components of mixed-methods 

studies that reported on the experiences of ASRs accessing mental health services in the UK. 

Qualitative, in-depth data were understood as accounts of people’s experiences, stories, 

beliefs, feelings, or thoughts about accessing and using MH services in the UK, generated 

through structured or unstructured methods such as interviews and focus groups. 

An initial search of PROSPERO identified existing and planned reviews, many of which focused 

on quantitative evidence or on healthcare more broadly. To avoid duplication and to add to 

the literature, this review concentrated on qualitative evidence with a primary focus on ASRs’ 

experiences of accessing MH services in the UK. Inclusion and exclusion criteria are presented 

in Table 1. 
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Table 1. Eligibility Criteria for the Systematic Review 
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Review Process 

Study Screening 

Database searches were conducted by the lead researcher, and all citations were managed in 

EndNote and Rayyan (Ouzzani et al., 2016). Titles and abstracts were screened against the 

inclusion and exclusion criteria, and where eligibility was unclear, the full text was retrieved. 

Full texts for all potentially relevant studies were uploaded to Rayyan and read in detail to 

determine inclusion/exclusion criteria; irrelevant papers were excluded. Reasons for all full-

text exclusions were recorded in line with PRISMA guidance. All included full-text articles were 

then independently checked by a second reviewer in Rayyan to confirm that they met the 

inclusion criteria.  

Data Extraction 

Data were extracted from full-text papers by the author into a pre-defined table populated 

with variables of interest. Data extracted from the included papers were: Author, Year, 

location/setting, sample and participant characteristics, contact with mental health services, 

data collection method, data analysis, qualitative key and sub themes. For studies including 

both ASRs and staff participants/other stakeholders, we reported both the total sample size 

(with group breakdown) and the relevant ASRs subsample. This ensured transparency 

regarding the study context while highlighting the proportion of data directly relevant to the 

review question. Where possible, it was also noted whether quotations and themes were 

presented separately for each group or where combined. All text was extracted from the 
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"results"/"findings" section of the included studies to a word document. The accuracy of the 

extracted data was verified by a second reviewer for five of the included studies.  

Quality Appraisal 

The Critical Appraisal Skills Programme UK (CASP) Qualitative Studies Checklist tool (Appendix 

1.4) was used to critically appraise included papers for methodological quality and risk of bias, 

including strengths and limitations of the included papers (CASP, 2023). Quality appraisal was 

not used as a basis for exclusion, as research suggests that excluding studies due to low 

quality has little impact on the findings of qualitative syntheses, and existing appraisal tools 

may not adequately capture the depth or significance of such findings to justify exclusion 

(Sattar et al., 2021). This is in accordance with Cochrane Qualitative guidelines for conducting 

systematic reviews (Noyes et al., 2018). Although, the CASP tool does not provide cut offs for 

determining quality, the studies were rated against each question, and then allocated to a 

score of low (0-4), moderate (5-7) and high quality (8-10) that corresponded to the overall 

critical appraisal (Milner et al., 2020). Quality appraisal findings were therefore used to 

categorise studies by quality and to structure the subsequent thematic synthesis (Long et al., 

2020). 

Although CASP tool has been criticised as a less sensitive measure of methodological quality 

compared to other tools such as the Joanna Briggs Institute (JBI) tool  (Hannes et al., 2010), it 

is the most commonly used tool for quality appraisal in health and social care qualitative 

evidence synthesis, is recommended for novice qualitative researchers (Long et al., 2020) and 

is approved by Cochrane for use in qualitative synthesis (Hannes, 2009).  

All included studies were initially appraised by the first author, with a random 64% sample (n = 

7) independently co-rated by a second reviewer to check reliability and ensure coverage 

across quality levels. Agreement on the overall CASP quality band (low/moderate/high) was 

substantial (weighted Cohen’s κ = 0.84), with one category difference (moderate vs high). At 

the item level, discrepancies related to whether ethical approval had been reported, the 

adequacy of the recruitment strategy, and the appropriateness of the qualitative 

methodology.  

Method of Synthesis 

The synthesis was guided by an interpretive intent, in line with Booth’s (2016) definition of 

meta-synthesis as an “attempt to integrate results from different but inter-related qualitative 

studies with interpretive, rather than aggregating intent”. This was informed by a critical 
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realist stance, acknowledging how underlying social mechanisms and structures shape 

participants’ experiences (Fletcher, 2017). Thematic synthesis was used (Thomas & Harden, 

2008) to inductively develop descriptive and analytical themes across studies and produce a 

comprehensive narrative. Synthesis and interpretation followed the three-stage approach 

(Table 2). 

Table 2. Thematic Synthesis stages by Thomas & Harden (2008) 

 

 

 

 

 

Given the dataset included both under-18s and adults, themes were synthesised together 

where patterns were similar. Study quality was considered during theme development, with 

more weight placed on higher-quality studies and confidence in findings interpreted 

accordingly. In line with guidance for thematic synthesis (Thomas & Harden, 2008) all text 

labelled as "results" or "findings" in the included studies was treated as data for analysis. 

However, to ensure the synthesis remained centred on lived experience, quotations attributed 

directly to ASRs were treated as primary data, while authors’ interpretations were treated as 

secondary data. The first author prioritised primary data during the initial phase of coding to 

ensure that the emergent themes were grounded directly in the participants' voices. 

Subsequently, a second pass was conducted to integrate secondary data, with the aim to 

complement the primary data and allow for a comparison of similarities and differences 

across the studies in order to begin grouping and synthesising them together which followed 

by the development of analytical themes. Where studies included ASRs and other 

stakeholders, only ASR data (and the authors’ interpretation of these accounts) were 

extracted; stakeholder-only quotations were not included, except in Fish and Fakoussa (2018), 

where attribution by role was often ambiguous. In this case, ASR accounts were prioritised 

and, following clarification from the authors that staff contributions were minimal and largely 

based on what ASRs had shared, blended interpretations were retained but confidence in 
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relevance was considered accordingly. Although the primary focus was mental health service 

access and use, accounts of informal and self-help were coded where they were described as 

ways of managing psychological distress, as part of the broader context shaping engagement 

with mental health care. 

Reflexivity Statement 

The researcher is an ethnic minority female Trainee Clinical Psychologist and first-generation 

immigrant to the UK with a skin tone allowing proximity to whiteness. The researcher’s 

motivation to conduct this review is both personal and professional. Their experiences of 

working as a trainee within an unaccompanied asylum-seeking children (UASC) service, 

alongside previous roles with refugees and asylum seekers in third sector organisations, have 

shaped a strong interest in understanding how refugees and asylum seekers experience 

accessing and using mental health services. These roles fostered a commitment to improving 

the quality of support and challenging systemic inequalities that often perpetuate their 

difficulties. Conversations with refugees and asylum seekers have been central in shaping the 

researcher’s values, political stance and understanding of structural injustice. In addition, the 

researcher is a second-generation internally displaced person (IDP) in their home country; 

their family was displaced following the war and relocated to an IDP resettlement village, 

where they still reside. The researcher’s political views and exposure to anti-immigration 

narratives, together with these personal and professional histories, provide important context 

for this study. 

The researcher was aware that these experiences might influence their approach to the 

review, particularly in relation to the selection of studies, the interpretation of findings, and 

the language and frameworks used. They recognise that they hold critical views of wider UK 

systems and have prior clinical, personal and academic knowledge of how structural violence 

and oppression can operate within the “hostile environment”. This carries a risk of privileging 

studies and interpretations that align with their own observations and beliefs. At the same 

time, as a trainee clinical psychologist educated and trained within a Western institution, the 

researcher acknowledges the importance of critically examining their own assumptions about 

mental health and the structures and institutions of the UK. They recognise the importance of 

remaining open to diverse conceptualisations of distress and care, avoiding the 

homogenisation of refugees’ and asylum seekers’ experiences of mental health services. 
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To address these potential influences, explicit and transparent inclusion criteria were 

developed, and an independent reviewer was involved to ensure that included studies met 

these criteria. The researcher kept a reflexive journal (bracketing) throughout the review to 

document decisions, dilemmas and emerging thoughts (Appendix 1.5), and engaged in regular 

supervision to examine assumptions, generalisations and possible biases. Supervision was also 

used to support a balanced interpretation of the data that attends both to participants’ 

accounts and to structural and political contexts. The researcher aimed to use language that is 

honest about their political commitments while inviting readers to engage critically with the 

analysis. Questions about whether the framing is “critical enough” or “too critical,” and about 

who gets to define acceptable critique within academia and psychology, were actively 

reflected on and are encouraged by readers.  

Given the researcher’s experiences, values and interest in understanding refugees’ and asylum 

seekers’ perspectives on accessing mental health services in the UK with the aim of improving 

the quality of care, their epistemological stance in this review is most closely aligned with a 

"critical realist" perspective (Fletcher, 2017). 

Results 
4,096 articles across the five databases, all database results were imported into EndNote, 

grouped by source, and exported to Rayyan for processing (Ouzzani et al., 2016). Web of 

Science required multiple export batches due to platform limits but were grouped together 

under the relevant source. Rayyan’s deduplication tool identified 1,344 possible duplicates, 

these were manually reviewed for inclusion/exclusion by the author, leaving 3,319 articles for 

screening.  

The remaining articles were screened by title and abstract, according to inclusion/exclusion 

criteria. The author screened all records, while a second independent reviewer (MA) screened 

blindly a random 10% sample to assess consistency. During title and abstract screening, 

reviewers showed high agreement, with only 3 disagreements from 300 papers. 

Disagreements were resolved through discussion, and full consensus achieved. This left forty-

five full text papers, which were retrieved and reviewed by the first author. The full text for 1 

article was unavailable, despite contacting authors. Thirty-five full text articles were excluded 

and reported in sufficient detail, leaving ten articles to be included in the qualitative synthesis. 

To check adherence to the inclusion and exclusion criteria, the second reviewer (MA) 

independently reviewed a random selection of approximately 23% of the full text articles 
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(n=10). There was strong inter-rater agreement, with the two reviewers agreeing on 9 out of 

10 papers, resulting in a 90% inter-rater percentage agreement with discrepancies discussed 

until an agreement was reached.  Cohen’s Kappa was 0.74, indicating substantial agreement 

(McHugh, 2012).  

Backward and forward citation search was completed for the remaining ten articles, and 1 

additional article that met the eligibility criteria was found after 1,053 were hand searched. 

Following full-text screening of forty-five records, as well as forward and backward citation 

searches, 11 studies met the inclusion criteria for the thematic synthesis. A PRISMA (2020) 

diagram details this process within Figure 1 in Results. 
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 Fig1 
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Study characteristics 

The papers were published between 2006 and 2024 and were all conducted in the UK, 

predominantly in England, with some recruiting across multiple UK nations (Fazel et al., 2016; 

Ziyachi & Castellani, 2024). Across the studies, 168 asylum seekers and refugees (ASRs) 

contributed data relevant to this review. The overall sample was predominantly male (n=96 

versus female n=52), while two studies did not report participants’ gender and did not provide 

a rationale for this (Fish & Fakoussa, 2018; Misra, 2006). Although the two Majumder et al. 

(2019; 2014) papers did not explicitly state that they drew on the same sample since they 

addressed different research aims and questions, the study location and reported 

demographic characteristics were identical, suggesting a high likelihood of sample overlap. For 

this reason, both papers were retained in the synthesis because they focused on different 

issues and their findings addressed different research questions, but participant numbers 

were only counted once when calculating the overall sample size. Samples ranged from 7 to 

40 participants and included both adults and adolescents, with several studies focusing 

specifically on unaccompanied minors or young people engaged with Child and Adolescent 

Mental Health Services (CAMHS) (Fazel et al., 2016; Majumder et al., 2019, 2014). Where 

reported, ages across the combined sample ranged from 15 to 79 years, spanning 

unaccompanied minors (15 to 18 years) to older adults (up to 79 years; Fazel et al., 2016; 

Majumder et al., 2019; Paudyal et al., 2021). Most studies reported age, length of time in the 

UK and immigration status in varying detail, although some provided limited demographic 

information or aggregated characteristics at group level (e.g. refugee community leaders or 

mixed ASR/staff samples; Fish & Fakoussa, 2018; Misra et al., 2006). 

Participants originated from a wide range of countries and regions, including Afghanistan, 

Iran, Iraq, Kurdish regions of Iraq and Turkey, Syria, Somalia, Sudan, Eritrea, Ethiopia, Rwanda, 

Palestine, Albania, Bosnia, Kosovo, Azerbaijan, Russia, Ukraine, Colombia and Cyprus (Greek 

and Turkish Cypriot). Fazel et al. (2016) reported countries of origin by mostly world region 

(Europe, Africa, Asia and South America) with few exceptions, noting that its sample alone 

included young people from 20 different countries, including five from Albania, four from 

Somalia and three from Sudan. Fazel et al. (2016) contributed almost one quarter of all 

participants, however, in line with qualitative synthesis principles, studies were treated as 

equal units of analysis and themes were not weighted by sample size. 

The majority of studies included participants from Afghanistan (n = 5; Majumder et al., 2014; 

Majumder et al., 2019; Misra et al., 2006; Trueba et al., 2023; Ziyachi & Castellani, 2024), 
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Kosovo (n = 2; Misra et al., 2006; Palmer & Ward, 2007), Iran (n = 4; Majumder et al., 2014; 

Majumder et al., 2019; Palmer & Ward, 2007; Ziyachi & Castellani, 2024), Iraq (n = 3; Fazel et 

al., 2016; Misra et al., 2006; Palmer & Ward, 2007), Somalia (n = 6; Majumder et al., 2014; 

Majumder et al., 2019; Misra et al., 2006; Palmer, 2006; Palmer & Ward, 2007; Ziyachi & 

Castellani, 2024), Sudan (n = 3; Fazel et al., 2016; Trueba et al., 2023; Ziyachi & Castellani, 

2024), Syria (n = 3; Paudyal et al., 2021; Trueba et al., 2023; Ziyachi & Castellani, 2024), 

Albania (n = 3; Fazel et al., 2016; Misra et al., 2006), and Turkey (n = 2; Leavey et al., 2007; 

Misra et al., 2006). This pattern reflects both the over-representation of certain groups (for 

example, Afghan and Somali participants) and gaps in the literature regarding other cultures 

and nationalities. However, not all studies specified which quotes were from which participant 

and their country of origin. Most participants had direct contact with formal or informal 

mental health provision, including child and adolescent mental health services (CAMHS), 

secondary mental health services, school-based mental health support, community mental 

health services, primary care and specialist refugee or asylum support organisations that 

provide mental health support. Across studies that reported it, length of stay in the UK varied 

widely with some participants being newly arrived (a few months since arrival), while others 

had been in the UK for up to 10 to 12 years (Paudyal et al., 2021; Palmer & Ward, 2007). 

Several samples clustered around 1 to 5 years since arrival (e.g. Ziyachi & Castellani, 2024; 

Trueba et al., 2023), and one study of Turkish-speaking participants reported a mean 

residence of 9 years (Leavey et al., 2007). 

All included papers reported qualitative analyses. Data were generated primarily through 

individual semi-structured interviews with ASRs, with one study relying on mixed ASR/staff 

focus groups rather than individual interviews (Fish & Fakoussa, 2018). Analytic approaches 

were predominantly thematic (n=8) studies using thematic or framework-based thematic 

analysis (Ziyachi & Castellani, 2024; Fazel et al., 2016; Majumder et al., 2014, 2019; Palmer, 

2006; Palmer & Ward, 2007; Fish & Fakoussa, 2018; Trueba et al., 2023). 1 used thematic 

content analysis following Burnard’s method (Paudyal et al., 2021), 1 drew on grounded 

theory within a broader needs-assessment framework (Misra et al., 2006), and 1 adopted a 

narrative, case-based approach to analysing illness accounts and pathways to care (Leavey et 

al., 2007). Purposive and snowballing sampling were the most used recruitment techniques, 

and the recruitment was facilitated often via NHS or third-sector services supporting ASRs, 

with some studies explicitly combining purposive and snowball approaches (Paudyal et al., 

2021; Trueba et al., 2023). Table 3 synopsises the aims and characteristics of the papers and 

participants, the study design, the reported findings and a brief critical appraisal. 
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Table 3. Study Characteristics 
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*= Ziyachi & Castellani (2024) use migrant as an umbrella term for refugees and asylum seekers. The interviews included a total of 35 participants; however, 

the study’s analysis focused on 25 interviews with refugees and asylum seekers. The remaining 5 participants were non-refugee immigrants and were not 

included in the original and reported analysis. 
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Quality appraisal 

Most studies were rated high or medium quality, with two rated low (Misra, 2006; Palmer, 

2006) (Table 4, Appendix 1.7). The lowest-rated papers were also the oldest, which may 

reflect wider advances in qualitative research practice and reporting over time.  All studies 

provided a thorough literature review and clear aims, and most used an appropriate design. 

Misra (2006) was rated ‘no’ for qualitative design appropriateness because it relied on 

interviews with community representatives rather than service users (SU), which did not fully 

align with the stated aim of capturing ASRs’ own experiences of mental health and services, 

and risked homogenising narratives and filtering them through gatekeepers (albeit refugees 

themselves and potentially SUs). 

All high and medium-quality papers were rated as having a clear statement of findings. Most 

researchers collaborated with local refugee organisations acting as gatekeepers (e.g. refugee 

centres, community groups, charities, NGOs) (Misra, 2006; Palmer, 2006; Palmer & Ward, 

2007; Ziyachi & Castellani, 2024; Paudyal et al., 2021; Trueba et al., 2023; Fish & Fakoussa, 

2018). Three recruited through CAMHS (Fazel et al., 2016; Majumder et al., 2019;2014), and 

one (Leavey et al., 2007) recruited from a previous family intervention study. The recruitment 

approaches likely facilitated trust and engagement with ASRs (Fish & Fakoussa, 2018; Palmer 

& Ward, 2006; Paudyal et al., 2021). However, recruiting exclusively through established 

organisations may have excluded those not linked to services, limiting applicability to findings 

other refugee populations, particularly those who have "fallen through the cracks". 

Research with marginalised groups (such as ASRs) requires careful attention to ethical 

considerations and its methodology, particularly researcher-participant power imbalance 

(Hearn et al., 2022; Solie, 2024).  Ethical and inclusive qualitative guidance emphasises 

ongoing reflexivity (Ratnam & Drozdzewski, 2022; Shaw et al., 2020) as researchers' social, 

political and professional positions inevitably shape the project and interpretations (Solie, 

2024). A key limitation across almost all included studies was the lack of an explicit reflexivity 

section addressing researcher positionality, assumptions, or relationships with participants. 

Only Paudyal et al. (2021) provided a dedicated, detailed account of the research team’s 

positionality and reflexive considerations. Palmer and Ward (2007) described in some detail 

the safeguards they put in place to minimise coercion, protect vulnerable participants and 

manage the emotional risks of discussing mental health, drawing on their pre-existing 

relationships with a refugee centre. However, this approach is open to criticism given 

concerns that labelling refugees as “vulnerable” may contribute to disempowerment and loss 
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of agency (Ludwig, 2016; Solie, 2024). Fish and Fakoussa (2018) used a collaborative approach 

(working with refugee organisations, involving a service user in analysis, and aiming to avoid 

an expert stance), and Ziyachi and Castellani (2024) shared linguistic and cultural 

commonalities with participants that shaped recruitment. However, across these three 

studies, these practices were framed primarily as ethical or practical decisions rather than as 

an explicit reflexive examination of researcher power, standpoint, or influence on knowledge 

production, and were therefore unclear evidence of reflexivity. Word limits in journal papers 

may have constrained reporting of reflexive processes. As such, gaps in reflexivity and analytic 

rigour may reflect write-up constraints rather than the absence of these practices (Sattar et 

al., 2021). 

Beyond reflexivity, several additional limitations emerged from the CASP appraisal, 

particularly among the older and lower-quality studies. In a small number of papers, 

recruitment strategies were described briefly, making it difficult to judge how appropriate or 

inclusive the sampling was (Majumder et al., 2014; 2019; Palmer, 2006). Some provided 

limited detail on data collection procedures or topic guides, reducing transparency about how 

accounts were generated (Leavey et al., 2007; Misra, 2006). Reporting of ethical 

considerations was uneven, with occasional uncertainty about formal ethical approval and/or 

safeguarding measures for potentially traumatised participants (Misra, 2006; Fish & Fakoussa, 

2018; Majumder et al., 2014; Palmer, 2006). Finally, several older studies offered minimal 

description of their analytic processes and were less explicit about the implications or value of 

their findings (Leavey et al., 2007; Misra, 2006; Palmer, 2006), limiting assessment of rigour 

and contribution of the work. Despite these limitations, the studies offered important insights 

into ASRs’ experiences of accessing mental health services and support, reasons preventing 

access, and help-seeking mechanisms.
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Table 4. Critical Appraisal Skills Programme UK (CASP) Ratings 
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Thematic synthesis 

Three main themes with 11 subthemes were created following the thematic synthesis (Figure 

2). Supplementary materials include the recurrence of subthemes across studies (Appendix 

1.6). We present each theme and subtheme in turn, illustrating them with participant 

quotations and, where relevant, authors’ interpretations. Sentences and/or words in italics 

signify direct participant quotes. The three themes were: (1) Structures and systems that 

produce both distress and inaccessibility, (2) Negotiating distress and help-seeking within 

cultural, religious and social worlds, (3) Conditions under which care feels safe, trustworthy 

and genuinely helpful. A thematic map describing the themes and subthemes can be found in 

Fig.2. 

Figure 2. Thematic Map 
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Structures and systems that produce both distress and inaccessibility 

This theme captures how institutions, including the asylum, welfare system and mental health 

services, shape what is possible in terms of care and access. It captures how wider systems 

such as asylum processes, primary care, and service procedures act as gatekeepers; 

determining who receives mental health support, when, and on what conditions. The theme 

comprises two subthemes: (1) Institutional gatekeeping and fragmented pathways into care 

and (2) Language, culture and institutional blind spots as systemic barriers. 

Institutional gatekeeping and fragmented pathways into care 

Across studies, access to specialist mental health care was shaped by positioning within 

asylum, welfare and primary care systems, rather than clinical need alone (Fish & Fakoussa, 

2018; Palmer, 2006; Palmer & Ward, 2007; Paudyal et al., 2021; Trueba et al., 2023). In Fish 

and Fakoussa’s (2018), the UK asylum process was described as “a killer” that left people 

feeling “crushed” by “too many blocks and discrimination” (p. 369). One participant reflected 

they would likely never have reached a specialist ASR team without disclosing torture in their 

asylum claim, adding “there are people who don’t know about mental health support, and 

would not think to explore this as an option” (Fish & Fakoussa, 2018, p. 369). This positions the 

asylum system as a gatekeeper to specialist MH support as support deemed conditional, 

without guidance on how to be accessed and reinforced unclear pathways. Paudyal et al. 

(2021) similarly reported that if family reunion rules had allowed their child to join them, “we 

probably would not need a psychiatric doctor”, implying that immigration policy was 

generating distress later framed as psychiatric need.  

Primary care often functioned as the first, and sometimes only, point of contact, yet brief, 

medication-focused consultations and limited understanding of asylum-related distress meant 

GPs could feel like an “imperfect prescription” for complex social, legal and psychological 

problems (Misra, 2006; Palmer, 2006; Palmer & Ward, 2007). Participants also described 

inconsistent referral rules, duplicated referrals, long waits, limited information about the 

system, and practical barriers such as unaffordable transport; voluntary-sector “drop-in” 

services could be more accessible but were often patchy and time-limited (Trueba et al., 2023; 

Misra, 2006; Palmer & Ward, 2007). Even after entry into services, support could remain 

unstable: 

" ‘I used to see her [counsellor] but I don’t know if she’s too busy now, or if she’s doing 

something else... but now there’s no one…’ (Trueba et al., 2023; Zemar, 19-year-old refugee, 
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pp.3176). These accounts reflect structural powerlessness that, for some, compounded a 

sense of lost agency. 

In contrast, school-based routes sometimes provided more direct access for young ASRs, with 

teachers recognising difficulties and mediating contact with mental health services (Fazel et 

al., 2016). This also suggests greater barriers for older ASRs who do not benefit from school 

pathways towards MH support and may face additional obstacles (e.g., unaffordable 

transport), whereas younger ASRs may be supported by youth travel provision (Trueba et al., 

2023). Overall, this subtheme shows how institutional rules and resource constraints shape 

whether, when and how ASRs reach care.  

Language, culture and institutional blind spots as systemic barriers 

Across studies, language functioned as a structural filter shaping who could access services 

and how far support could be used. Information about available services and referral 

pathways was often only provided in English, leaving some unaware that mental health 

support existed or how to reach it (Fish & Fakoussa, 2018; Misra et al., 2006; Palmer & Ward, 

2007; Trueba et al., 2023). Once in services, institutional rules around interpreters could act as 

barriers rather than facilitators; as one participant noted, “people with mental health 

problems need counsellors who speak their own language… if you go through an interpreter, 

it’s very hard to tell your true feelings” (Misra, 2006). In Ziyachi and Castellani’s (2024), one 

participant described being required to use an interpreter despite preferring to speak directly 

in English, suggesting reduced comfort and agency in sessions:  

“In my first therapy, I had an interpreter. After the first session, I told my therapist that I didn’t 

feel comfortable with the interpreter... But my therapist said no, and the interpreter must be in 

the session. I told her that now I am speaking English with you. But she said no, there may be 

some terms that you don’t know their meanings. I said I would check those terms in my 

phone’s translator, but she didn’t accept it….but she insisted that I should have an interpreter 

and I had to censor myself.” (Ziyachi & Castellani, 2024, Participant B, pp. 14–15) 

Elsewhere, participants reported that no interpreter was provided at appointments, or that 

psychological terminology remained difficult to understand even with interpretation 

(Majumder et al., 2019; Misra et al., 2006; Paudyal et al., 2021; Trueba et al., 2023): 

“That’s the biggest thing, the language, because medical terminologies you know are very 

difficult, especially psychological ones.” (Paudyal et al., 2021, Participant 7, p. 5) 
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Across studies, institutional blind spots, particularly misunderstandings of culture and religion, 

also shaped access and care. Participants and authors suggested services often lacked cultural 

and religious training and at times treated ASRs as a homogeneous group, influencing how 

language support and clinical care were organised and how far they aligned with people’s 

linguistic and cultural realities (Fish & Fakoussa, 2018; Palmer & Ward, 2007; Ziyachi & 

Castellani, 2024). As one focus group contributor put it: 

“Mental health workers lack cultural and religious training and have limited understanding of 

the asylum-seeking system and pressures people face.” (Fish & Fakoussa, 2018, Focus group 3, 

Red Cross, p. 372) 

Some participants described avoiding or limiting contact with clinicians, particularly “English” 

or British doctors, because they expected their culture, religion or experiences would not be 

understood. In Leavey et al. (2007), one participant said he would not discuss spiritual beliefs 

around hallucinations with English doctors because “they would not understand these terms 

and spiritual beliefs” and were “only interested in symptoms” (p. 264), leading him to visit 

Hocas, rather than specialised psychosis services; others similarly opposed consulting native 

British doctors for fear of being misunderstood (Paudyal et al., 2021). This reluctance was 

framed not as an individual issue, but as a consequence of limited cultural and religious 

understanding and the institutional blind spots within which professionals operate (Fish & 

Fakoussa, 2018; Leavey et al., 2007; Majumder et al., 2014; Palmer & Ward, 2007; Paudyal et 

al., 2021; Ziyachi & Castellani, 2024). 

Negotiating distress and help-seeking within cultural, religious and social worlds 

This theme comprises four subthemes and captures how ASRs make sense of distress and 

decide whether, where, and how to seek help through their cultural, religious, and social 

worlds. It brings together how people name and explain difficulties, the stigma and feared 

consequences attached to mental health labels, the routes they use (or avoid) when seeking 

help, and the everyday, non-clinical ways they cope such as faith, family, community, and 

creative activities, alongside or instead of formal services. The subthemes were: (1) cultural 

and religious concepts of distress and mental health, (2) stigma, shame, and feared 

consequences of a mental health label, (3) patterns and processes of help-seeking, and (4) 

coping strategies and non-clinical supports. 

Cultural and religious concepts of distress and health 
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This subtheme centres on the meanings and explanatory models participants used to name, 

understand and locate suffering, rather than subsequent help-seeking. Across studies, 

participants drew on cultural and religious concepts that did not map neatly onto Western 

psychiatric categories. Distress was often understood in binary terms; “normal” versus 

“mad/crazy”, with local terms carrying strong moral and derogatory meanings (Fish & 

Fakoussa, 2018; Misra et al., 2006; Palmer & Ward, 2007; Paudyal et al., 2021). In some 

communities there were “no words” for depression or stress, meaning these experiences 

were not always recognised as MH problems; instead, difficulties were described somatically 

and viewed as a matter for a medical doctor when they involved the body, while distress 

linked to thoughts and feelings was more likely to be managed through prayer (Fish & 

Fakoussa, 2018; Leavey et al., 2007; Misra et al., 2006; Palmer, 2006; Majumder et al., 2014). 

As one Somali man explained, "Inside Somalia people are crazy but they don’t have depression. 

They (Somali community) didn’t know about depression (..). Depression doesn’t mean anything 

in Somalia." (Palmer & Ward, 2007, pp.205). 

Explanations for suffering commonly drew on spiritual and religious frameworks, with 

variation within and between groups, underscoring that ASRs are not a homogeneous 

population. Problems were attributed to curses, jinn, the evil eye, God’s or Allah’s will, moral 

problems, or the social realities of exile and unemployment (Fish & Fakoussa, 2018; Leavey et 

al., 2007; Palmer, 2006; Palmer & Ward, 2007; Paudyal et al., 2021; Ziyachi & Castellani, 2024), 

as captured in the account: “One hoca told him that a Cin (or Jin, a spirit) inside his body might 

be responsible for his problems” (Leavey et al., 2007, p. 266). Within these frameworks, 

prayer, reciting holy texts and maintaining religious practice were described not only as 

alternatives to formal treatment but as ways to clear the mind, keep the spirit alive, and 

provide comfort and strength in adversity (Fish & Fakoussa, 2018; Misra et al., 2006; Paudyal 

et al., 2021; Ziyachi & Castellani, 2024): 

 “No one would understand what we went through and the situation like you would…who did 

not witness it won't sympathise, yes, so it’s hard for me to go and explain my mental status to 

a doctor, it’s better to explain to God” (Paudyal et al., 2021, p. 5).  

Some participants reflected on the boundary between spiritual and medical understandings, 

questioning when religious coping was sufficient and when “medical help” was needed (Fish & 

Fakoussa, 2018; Paudyal et al., 2021; Misra, 2006), and stressing that psychological care erases 

religion: “Psychological therapy takes out religion, but you need something to believe to keep 
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your spirit alive” (Misra et al., 2006, p. 245). This highlights a mismatch between assumptions 

embedded in Western models and participants’ own concepts of mental health. 

Stigma, shame, and feared consequences of a MH label 

Stigma, shame and the feared consequences of a mental health label were reported across all 

studies, shaping access through beliefs about mental illness, the shame of disclosure, and 

anticipated outcomes such as community ostracisation, being labelled “crazy”, or harm to 

future employment. “Mental ill health” was often equated with being “crazy” or “mad”, with 

local terms carrying derogatory connotations and inviting prejudice from family and 

community, who sometimes struggled to accept mental health difficulties (Fish & Fakoussa, 

2018; Misra et al., 2006; Palmer & Ward, 2007; Palmer, 2006, Paudyal et al., 2021; Majumder 

et al., 2014). In Leavey et al. (2007), one participant described her family’s reaction: 

“Then, my family all gathered. I told them all that they did not understand me that I was in 

trouble. Then everyone got upset… They did not want to accept it.” 

Fears about gossip, “signs”, and being reduced to a stigmatised identity were common. Somali 

participants described how community members would “make signs” and say others were 

“mad” if they sought help (Palmer & Ward, 2007). For some, it felt safer to talk to God than a 

psychiatrist, or avoid services altogether, because seeing a “mental doctor” implied something 

fundamentally wrong with their brain (Paudyal et al., 2021; Majumder et al., 2014). Others 

described a culture of denial, for example "the Kurdish community has a term for mental 

illness – 'sakat', which has derogatory connotations, and invites prejudice" (Misra, 2006; 

Community representative 2, pp. 245). 

Stigma was also linked to feared material consequences, particularly immigration status. 

Participants and workers reported warnings that having a mental health problem “on your 

records” could damage job prospects or count against an asylum claim, contributing to fear of 

speaking up or engaging with services (Fish & Fakoussa, 2018; Trueba et al., 2023; Fazel et al., 

2016). Cultural norms around shame and silence, especially regarding sexual violence or family 

trauma, also meant ASRs often avoided disclosure even when in contact with services (Misra, 

2006; Majumder et al., 2019; Majumder et al., 2014; Leavey et al., 2007). Stigma attached to 

settings too, with hospitals and psychiatry described as places “for the mentals”, and some 

preferring support through schools or community contexts (Paudyal et al., 2021; Majumder et 

al., 2014; Fazel et al., 2016; Palmer & Ward, 2007; Palmer, 2006). 

Patterns and processes of help-seeking 
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This subtheme focuses on how ASRs move (or do not move) from recognising distress to 

seeking support, and who is involved in that process. Across studies, help-seeking was rarely a 

straightforward decision to “go to a mental health service”, but a delayed and negotiated 

process shaped by norms of self-reliance, gendered expectations, and fears of 

misunderstanding or mislabelling by professionals (Fish & Fakoussa, 2018; Misra et al., 2006; 

Paudyal et al., 2021; Ziyachi & Castellani, 2024). Participants often spoke about “becoming 

their own doctor”, drawing on personal strength and faith before seeking help: 

 “The person is his own doctor. Whatever happens to you, support or help, if you were not 

helping yourself from the inside, you won’t be able to succeed” (Paudyal et al., 2021, p. 4). 

Others challenged the idea that seeking help implies failure, noting that “there is a sense that 

you have to feel ‘I can handle it’, but reaching out for support doesn’t mean you’ve failed” (Fish 

& Fakoussa, 2018, p. 371). For some Syrian refugees this tension supported spiritual coping 

over professional care: “it’s hard for me to go and explain my mental status to a doctor, it’s 

better to explain to God” (Paudyal et al., 2021, p. 5), while others reframed psychiatry as “a 

normal thing and healthy” that people “must resort to… whenever [they] feel the need to 

speak to someone” (Paudyal et al., 2021, p. 6), underscoring diverse beliefs about help-

seeking. Prior experiences of mental health care in countries of origin also shaped avoidance 

of hospital-based services in the UK. Afghan adolescents recalled psychiatric hospitals “like a 

prison… inside the cage”, and Turkish-speaking families described free state hospitals in 

Turkey as low-quality and “for the poorest citizens”, preferring paid private, Turkish doctors, 

patterns that continued to influence help-seeking after resettlement (Leavey et al., 2007; 

Majumder et al., 2014; Fazel et al., 2016) 

Informal routes through family, friends, religious leaders and community organisations were 

commonly used before statutory services, and in some contexts family members or elders, 

rather than the individual, decided if and when to contact traditional healers, GPs or 

psychiatrists (Leavey et al., 2007; Misra et al., 2006; Palmer, 2006; Palmer & Ward, 2007). Help 

was often sought only when difficulties reached a critical stage (Leavey et al., 2007; Palmer, 

2006). Leavey et al. (2007) noted participants had “very little sense of their own power and 

value”, framing helplessness as a response to having their destiny in accessing services 

“controlled by family and other structural forces”.  

Gendered expectations also shaped pathways. Men were often described as most reluctant to 

seek help, with studies linking male pride, loss of status and silence about feelings to severe 
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distress and, at times, suicidality: “Most are men. They feel helpless. They don’t know the way 

or speak the same language, I think that about 10 or 12 have committed suicide” (Palmer & 

Ward, 2007, p. 203; see also Fish & Fakoussa, 2018; Misra et al., 2006; Palmer, 2006). Women 

were generally described as more open to counselling but faced constraints, including 

preferences or requirements to see female professionals, cultural norms of silence around 

sexual and gender-based violence, and patriarchal family structures limiting autonomy over 

when and how to seek help (Fish & Fakoussa, 2018; Leavey et al., 2007; Misra et al., 2006; 

Ziyachi & Castellani, 2024). For children and adolescents, access to CAMHS or school-based 

services was often initiated by adults (e.g. teachers, social workers or carers) rather than 

young people themselves. In Fazel et al. (2016) and Majumder et al. (2019; 2014), many were 

already in contact with services yet did not see themselves as having a mental health problem, 

indicating limited agency in help-seeking. Overall, help-seeking appears as a relational and 

gendered process shaped by family, community and institutional actors, intertwined with 

stigma, cultural and religious meanings, and wider systems. 

Coping strategies and non-clinical supports 

Participants drew on a wide range of coping strategies and non-clinical supports alongside, or 

instead of, formal mental health care. Religious practices such as prayer, reciting the Qur’an 

and consulting priests were described as clearing the mind, keeping the spirit alive and 

offering comfort when formal care felt distant or culturally unsafe (Fish & Fakoussa, 2018; 

Leavey et al., 2007; Misra et al., 2006; Paudyal et al., 2021). As one Syrian man put it, “My 

mental state is better when I recite the Quran… this is honestly a comfort for me” (Paudyal et 

al., 2021, p. 5). People also relied heavily on relationships and connections such as family, 

friends, refugee centres and community groups, with “being with people with whom you feel 

loved from, this helps the person a lot to heal or to get out from the situation that he is in” 

described as central to healing (Paudyal et al., 2021, p. 4; Palmer & Ward, 2007; Trueba et al., 

2023). Others spoke about “becoming their own doctor” through self-reliance, time in nature, 

connecting mind and body health, and activity-based or practical supports such as sewing 

groups, volunteering, learning English, work, and help with housing and employment, which 

distracted from distress and restored a sense of purpose and agency with a strong emphasis 

on practical and holistic support (Fish & Fakoussa, 2018; Palmer, 2006; Palmer & Ward, 2007; 

Ziyachi & Castellani, 2024): 
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“In Islam, the mind-body are considered as one unit, with two divisions, but you can’t separate 

mind from body – if you’re depressed, diet and sleep are disrupted too. The opposite is true 

too, if you’re sick, you can’t think properly” (Fish & Fakoussa, 2018, p. 372). 

Conditions under which care feels safe, trustworthy and genuinely helpful 

This theme constructed how mental health services feel safe, trustworthy and genuinely 

helpful for participants, and when it felt unsafe, exposing or ineffective. It comprises five 

subthemes: (1) trust and safety with non-clinician professionals, (2) trust and safety with 

clinicians, (3) ambivalent experiences of talking therapies, (4) views on medication and 

preferred forms of support, and (5) communication and language support as conditions for 

feeling understood. Safety was described less in terms of service type and more in terms of 

how support was offered, whether professionals were trustworthy and consistent, responsive 

to practical needs, and attuned to cultural, religious, gendered and social concerns. 

Trust and safety with non-clinician professionals 

Trust and safety were often first established with non-clinician professionals (teachers, 

support workers, NGO staff and refugee-centre workers), rather than with mental health 

specialists. For young people, teachers who noticed concentration or behaviour changes and 

actively facilitated contact with services helped school-based support felt safer than hospital 

settings “these teachers won’t harm you, they won't abuse me. Yeah, [the teacher] he wanted 

to help me…. He made it really easy for me, you know and he find a nice room for us [for 

therapy in school]” (Fazel et al., 2016). Adults described refugee centres and support workers 

as emotional and practical anchors; staff who helped with housing, benefits, or access to 

phone, data and transport were experienced as caring and protective amid instability (Palmer 

& Ward, 2007; Trueba et al., 2023; Ziyachi & Castellani, 2024). However, some questioned 

whether NGO or charity staff “are really here to help us or are they just being paid to be 

supportive” (Fish & Fakoussa, 2018, p. 373), a doubt that could extend to other professionals. 

Gender-sensitive arrangements, women-only services, female professionals and female 

drivers, were described as essential for women (Fish & Fakoussa, 2018). For some, safety also 

depended on access to trusted bilingual staff or interpreters, linking this subtheme to 

communication and language support. 

Trust and safety with clinicians 
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Trust was a recurring concern and safety with clinicians appeared fragile rather than assumed. 

Many participants described doctors, psychologists and psychiatrists as embedded within the 

same hostile systems controlling immigration status, making disclosure and attendance feel 

risky, shaping decisions accessing services. Authors in adolescent and adult studies noted that 

some ASRs avoided appointments even after referral due to concerns about how clinicians’ 

notes might affect asylum applications or their future in the UK (“these patients had deep 

concerns about their asylum applications and non-Turkish doctors may not have been trusted 

or considered sympathetic”; Leavey et al., 2007, p. 271; see also Majumder et al., 2014; 

Trueba et al., 2023). Young people described clinicians as unsafe: “This doctor, I not trust him, 

I’m not safe” and “I didn’t tell it to anybody… because I don’t trust anybody” (Majumder et al., 

2014, p. 132).  

Trust was also undermined when people felt culturally misread or dismissed. Several accounts 

suggested that “English people and doctor people” or native British doctors would not 

understand their experiences; Turkish-speaking Kurdish, Somali and Syrian participants 

described avoiding clinicians outside their cultural background (perceived as focused only on 

“symptoms”), preferring those who shared their language and background, or avoiding 

professionals from their own communities due to fears about gossip and stigma (Leavey et al., 

2007; Misra et al., 2006; Palmer & Ward, 2007; Palmer, 2006; Paudyal et al., 2021). There 

were also racialised preferences, including one young person who said they trusted English 

people but not Asian people in the UK, illustrating how personal histories and wider prejudice 

shape who feels safe to approach (Majumder et al., 2019). For some women, safety depended 

as much on gender as on language or culture, with women-only spaces and female counsellors 

described as conditions for attending and disclosing at all (Fish & Fakoussa, 2018; Misra et al., 

2006). 

ASRs described situations where clinicians appeared to treat them as a homogeneous group, 

lacked cultural humility, or normalised harmful practices, for example, a therapist describing 

FGM as “normal in Somalia”, or offering strategies experienced as irrelevant: “she just asked 

me to… dream that I was on a beach… I would rather get back to my religion instead”, which 

likely contributed to the participant “not believe” in therapists (Ziyachi & Castellani, 2024). 

However, clinical relationships were not uniformly negative. Some ASR named psychiatrists 

and counsellors as key sources of emotional support, and expressed appreciation for 

attentive, reliable care and follow-up: “their health care system [in the UK] is excellent!”, when 

they felt listened to and taken seriously (Palmer & Ward, 2007; Paudyal et al., 2021). Taken 



   

 

47 
 

together, these accounts suggest trust in clinicians cannot be assumed and is easily disrupted 

when asylum processes, culture, religion, gender and power are not acknowledged within the 

therapeutic relationship. 

Ambivalent experiences of talking therapies 

Talking therapies were described ambivalently. For some, having a clinician to talk to felt life-

saving and containing: “ [the therapist] saved my life… I talk to her about everything. She helps 

me focus, think about breathing and to take control when I have nightmares” (Palmer & Ward, 

2007, p. 208). Some young people similarly found it relieving: “She talked to me about it 

[therapist], and I think it was kind of helpful, because sometimes when you talk to people, you 

know, everything’s coming out...and you feel a bit better” (Fazel et al., 2016, p. 373) with 

others describing feeling free inside after unloading past experiences (Majumder et al., 2019, 

pp. 376). However, some young people appeared to take a passive role, simply following 

practitioners’ instructions, or found talking uncomfortable, patterns also reflected in adult 

studies (Majumder et al., 2019; Misra et al., 2006; Palmer & Ward, 2007; Ziyachi & Castellani, 

2024). Others experienced repeated focus on the past as intrusive or actively harmful: 

“I went to the counsellor but I feel even worse when I leave because he makes me talk and 

remember...They ask me about things that happened in my childhood but I don’t know the use 

of that...Talking just reminds me more and more. I want more community activities and social 

activities." (Palmer & Ward, 2007; Kurdish female, pp. 208).  

Similar concerns were reported elsewhere (Misra et al., 2006; Palmer & Ward, 2007; 

Majumder et al., 2019; 2014).  Some participants felt “annoyed” by clinicians who “keep 

talking to you” or asked for their story before trust had been established, particularly women 

and young people (Majumder et al., 2019, pp. 375; Ziyachi & Castellani, 2024, p. 15). Therapy 

could be experienced as asymmetrical, with some describing reduced agency over their stories 

or feeling treated “like a baby” (Majumder et al., 2019; Ziyachi & Castellani, 2024). 

Some participants emphasised that regular opportunities to speak with someone were vital 

for coping, while others criticised therapies they experienced as non-expert, overly 

conversational, or focused on revisiting trauma without offering solutions, leading some to 

stop attending (Fish & Fakoussa, 2018; Majumder et al., 2014; Ziyachi & Castellani, 2024). 

Others highlighted that therapy felt helpful when clinicians took time and offered practical 

support: 
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"‘He is a perfect counsellor. He supports me a lot. For example, my accommodation’s window 

was broken, and the water came down to my room when raining. I talked to him and showed 

him a picture of it. He called my case worker and Migrant Help. The next day they came and 

fixed the window’ (Ziyachi & Castellani, 2024, pp. 13) 

Overall, talking therapies were neither uniformly rejected nor embraced; helpfulness 

depended on whether talking felt safe, paced and purposeful, and whether it was paired with 

concrete coping tools and practical support. 

Views on medication and preferred forms of support 

Participants often viewed medication as more acceptable than talking therapies, particularly 

when distress was understood in physical terms or when a quick, less exposing route to feeling 

“back to normal” was preferred (Majumder et al., 2014, p. 134; Majumder et al., 2019; Palmer 

& Ward, 2007; Leavey et al., 2007). Several young people asked for tablets and described 

antidepressants as “keeping my mood up”, contrasting with talking therapies experienced as 

re-traumatising or unhelpful (Fish & Fakoussa, 2018; Majumder et al., 2014, 2019; Misra, 

2006). However, medication was not unproblematic: some Turkish-speaking participants 

reported feeling numb or uncomfortable on pills, and in other contexts being offered tablets 

was read as confirmation of being “crazy”, reinforcing stigma and deterring help-seeking (Fish 

& Fakoussa, 2018; Leavey et al., 2007; Palmer & Ward, 2007). When asked what support they 

wanted, ASRs consistently prioritised practical, holistic and social help, secure housing, 

immigration and welfare advice, language and vocational courses, opportunities to work or 

study, community groups, and religious or meaningful activities, over medication or intensive 

psychological treatment alone (Fish & Fakoussa, 2018; Misra et al., 2006; Palmer & Ward, 

2007; Paudyal et al., 2021; Trueba et al., 2023; Ziyachi & Castellani, 2024). Where 

psychological treatment was accessed, participants also emphasised integrating it with 

practical, problem-oriented support (Ziyachi & Castellani, 2024). 

Communication and language support as conditions for feeling understood 

Language and communication were core conditions for whether care felt containing or 

alienating once people reached services. Participants described interpreters with 

ambivalence: they enabled access, yet often made it harder to say “personal things… straight 

from your heart” (Paudyal et al., 2021, p. 5). Having an interpreter present could make 

disclosure feel unsafe and uncomfortable, particularly in relation to confidentiality (Palmer & 

Ward, 2007; Palmer, 2006; Paudyal et al., 2021; Leavey et al., 2007) and some experienced 
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interpreters as a relational barrier that slowed sessions and felt "boring" (Ziyachi & Castellani, 

2024). Concerns about interpreters “talking too much in the community” (Palmer & Ward, 

2007, pp. 206) and dialect differences, further highlighted within-language/culture 

heterogeneity: 

 

“Sometimes because my language Arabic [is] different from country to country, I think 

sometimes they [interpreters] can’t understand me… Maybe I am better, I can understand 

them but they can’t understand me… I think a Syrian interpreter its better” (Trueba et al., 

2023, Jaliyah, 27-year-old refugee, p. 3174). 

 

In some studies, participants reported inaccurate translations, limited mutual understanding 

or emotional nuances being lost, leading some to use interpreters only for Home Office 

interviews or to avoid them altogether (Palmer & Ward, 2007; Trueba et al., 2023). ASRs often 

preferred counsellors who who spoke their language, noting that going through an interpreter 

made it difficult to share true feelings, particularly if were of the opposite gender (Ziyachi & 

Castellani, 2024). Others felt native English doctors could not understand them at all, 

reinforcing a sense of being fundamentally misunderstood and limiting engagement with 

treatment (Leavey et al., 2007; Majumder et al., 2014; Misra et al., 2006; Paudyal et al., 2021). 

At the same time, communication could be repaired when clinicians worked flexibly with 

language: checking meanings, slowing down, explaining terms, using the same interpreter, 

allowing phone translators instead of formal interpreters, and avoiding overly sophisticated 

psychological terms, which helped participants feel that “my counsellor could understand me” 

(Ziyachi & Castellani, 2024; pp.14) and supported a more equal, empowering, collaborative 

relationship: "The sessions went on according to my will. She paid attention to whatever I 

wanted" (Fish & Fakoussa, 2018; Palmer & Ward, 2007; Ziyachi & Castellani, 2024, pp.15). 

Language therefore operated as a cross-cutting mechanism both at the system level (e.g., 

information only in English, lack of funded interpreters) and at the relational level, shaping 

whether interactions felt safe and trusting and whether therapy could continue without 

ongoing barriers. 
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Discussion 
 

This systematic review adds to the limited qualitative evidence on ASRs’ experiences of 

accessing and using mental health services in the UK. Using thematic synthesis, we 

constructed three themes and 11 subthemes showing how access and non-access are shaped 

by factors spanning structural systems through to cultural, social and individual contexts. 

Across diverse services and communities, decisions about whether, when and how to seek 

support were influenced not only by symptoms and individual beliefs, but by an interplay of 

structural conditions, culturally grounded meanings of distress, stigma, and relational 

experiences of safety or mistrust with services and clinicians. 

The findings align with existing literature on intersecting barriers to ASR mental healthcare, 

including structural inequalities, limited awareness of services, stigma, non-Western 

explanatory models, and the importance of language and trust (Byrow et al., 2020; Alam et al., 

2024; Dumke et al., 2024; Koja et al., 2025). However, this review adds nuance by centring UK-

based ASRs’ accounts and showing how these influences operate as linked mechanisms, rather 

than discrete “barriers”. Two points appeared particularly salient. First, whether distress was 

recognised and legitimised as a MH concern within participants’ cultural, social and religious 

frameworks (often within families/communities), alongside worries about social and legal 

consequences. Second, whether contact with services felt safe and meaningful, shaped by 

trust in clinicians and interpreters, confidentiality concerns, the perceived relevance of talking-

based interventions, and structural conditions limiting choice, control and continuity of care.  

Across studies, participants emphasised that distress was shaped as much by post-migration 

conditions, particularly the asylum and welfare system, housing insecurity and practical 

instability, as by pre-migration experiences. Consistent with evidence on post-migration 

stressors, these were associated with anxiety, depression and PTSD, but in this synthesis they 

also constrained the routes through which help became possible (Blackmore et al., 2020; 

Katsampa et al., 2025; Dumke et al., 2024). Pathways into specialist support were often 

experienced as fragmented and conditional, shaped by institutional gatekeeping (including 

primary care constraints) rather than clinical need alone (Fish & Fakoussa, 2018; Paudyal et 

al., 2021), echoing UK evidence on racialised barriers to mental health support (Alam et al., 

2024). Therefore, the distress generated through policy, welfare and asylum conditions 

(Pollard & Howard, 2021), arrives with services "downstream" as mental health deteriorates.  
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Even when ASRs accessed services, “mental health support” was commonly framed as 

needing to extend beyond symptom-focused or purely “talking” approaches to include 

practical help and attention to the wider political, cultural and social conditions shaping 

distress. Helpfulness was closely tied to whether care felt safe, trustworthy, responsive to 

material realities, and able to accommodate preferences (including around language and 

interpreters). Trust was therefore central: its absence limits disclosure, undermine 

engagement, or contribute to withdrawal. However, trust was not straightforwardly increased 

by shared language or cultural background; in some interpreter contexts, there were fears 

about confidentiality and stigma, whereas in others cultural and religious recognition could 

facilitate feeling understood, supporting the value of holistic care (Ziyachi & Castellani, 2024). 

This pattern is consistent with evidence that repeated interpersonal and organised violence 

erodes trust. ASRs experience concerns about confidentiality, authority figures and public 

organisations, including healthcare, shaped by persecution histories and fear of being 

reported (Byrow et al., 2020; Dumke et al 2024; Nickerson et al., 2014). While some 

participants were hesitant about talking therapies, medication was often described as more 

acceptable, contrasting with DeSa et al. (2022) who found greater hesitancy around 

medication. Across studies, talking therapies were described ambivalently. Some experienced 

them as “life-saving”, while others found revisiting the past re-traumatising leaving them 

feeling worse. 

Participants frequently asked for community and social activities and prioritised practical 

support alongside emotional care. This complicates assumptions in UK service models that 

prioritise talking therapies for trauma, as several participants did not find these approaches 

helpful in isolation. Instead, valued care was collaborative and empowering, grounded in 

being listened to, trust, and attention to wider material needs (Majumder et al., 2019; Ziyachi 

& Castellani, 2024). 

Language and communication were repeatedly described as major barriers to accessing and 

using support (Paudyal et al., 2021). At a system level, information about services and referral 

pathways was often available only in English, limiting awareness and increasing reliance on 

others to navigate care (Trueba et al., 2023). In clinical settings, interpreter arrangements 

could restrict agency (e.g. being required to use an interpreter despite preferring English), or 

support could be undermined by lack of interpreters, difficulty with psychological terminology, 

confidentiality concerns, and dialect/accent mismatches (Paudyal et al., 2021; Palmer & Ward, 
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2007; Trueba et al., 2023). Koja et al (2025) corroborated these patterns and suggested 

bilingual professionals with cultural and mental health understanding may better meet needs.  

The review also shows how explanatory models of distress and stigma shape help-seeking 

from formal services, particularly where Western frameworks did not align with participants’ 

meanings and expectations (Ziyachi & Castellani, 2024). This helps explain preferences for 

religious leaders and spiritual healers when participants anticipated not being understood, 

consistent with wider ASR literature (Byrow et al., 2020; Dumke et al., 2024). At the same 

time, accounts were not uniform: participants held varied views about when spiritual coping 

was sufficient and when professional help was appropriate, cautioning against treating culture 

or religion as fixed “barriers”. These findings reinforce that ASRs should not be treated as a 

homogeneous group. 

Participants described both overlapping and divergent understandings of mental health and 

expectations of support. Implications for services include avoiding cultural essentialism 

(Ziyachi & Castellani, 2024) and adopting a holistic, person-centred approach grounded in the 

individual needs and preferences. In practice, this may involve negotiating interpreter use, 

recognising practical and psychosocial support are often inseparable, strengthening cultural 

humility, understanding of varied meanings of distress and remaining open to sociocultural, 

political, or religious frameworks where these are meaningful. Holistic approaches that move 

beyond fixed, “one-size-fits-all” assumptions, often shaped by Western service models, may 

help reduce barriers to engagement and support more trusting therapeutic relationships (Koja 

et al., 2025; Ziyachi & Castellani, 2024). More critically, the findings point to UK-specific 

systemic gaps beyond individual services, including limitations in health commissioning for 

ASRs (Pollard & Howard, 2021), the constraining effects of hostile environment policies on 

both access and mental health need, and the importance of clinicians recognising these 

barriers and adopting advocacy roles to support change at service and policy levels. 

Strength and limitations 

This review synthesised ASRs perspectives in way that goes beyond simply documenting the 

difficulties.  Adopting a critical realist stance, it treats participants’ accounts as lived 

experience while also examining the social, legal, and political conditions that shape what care 

is possible. A key strength is that it links structural, cultural, and relational processes into an 

explanatory account rather than treating barriers as isolated problems. Including studies with 
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adults and young people also allows comparison of how pathways into care differ by age and 

setting. 

The evidence base spans UK regions, age groups, and multiple countries of origin. Despite this 

diversity, recurring patterns emerged, suggesting that many challenges are embedded in 

wider systems and service arrangements rather than specific services. Although most studies 

were conducted in England, asylum policy is not a devolved to nations. This matters because 

one of the most consistent patterns concerned the asylum system and its impacts. While 

devolved health and social care systems may shape service development and delivery, the 

asylum-related pressures described by participants are likely to affect all UK nations. The 

design does not support strong conclusions about change over time, but similar difficulties 

appearing across studies published over many years suggests these problems are persistent. 

Some groups (notably participants from Afghanistan and Somalia) were over-represented, 

likely reflecting migration patterns at the time particular studies were conducted; to mitigate 

this, we drew across studies and communities so no single group dominated the narrative. 

Most participants were recruited via third-sector organisations, refugee centres, community 

groups, or statutory services, meaning the experiences of those who are most isolated, 

disengaged, or least visible to research are likely underrepresented. As the synthesis is UK-

focused, caution is needed when applying findings elsewhere; similar patterns may appear in 

other high-income contexts, but different welfare, immigration, and healthcare systems can 

produce different routes into care and help-seeking. Our scope also shaped what could be 

captured; excluding grey literature may have limited access to rich narratives in theses, 

evaluations, and reports, and excluding broader healthcare studies where mental health was 

not the main focus strengthened conceptual clarity but reduced breadth and may have 

increased publication bias. 

A further limitation concerns how primary studies treated “ASR.” Many papers did not clearly 

distinguish refugees from asylum seekers when presenting quotes and findings. While both 

groups share experiences that differ from the wider migrant population, they also differ in 

legal status and in the degree of uncertainty shaping daily life. The dataset contained explicit 

references to insecurity and fear linked to asylum processes, suggesting asylum-related 

uncertainty was well represented, but findings should be interpreted cautiously where legal 

status was unclear or mixed. 
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Although the included studies aimed to explore ASR experiences, in Trueba et al. (2023) 

participant accounts were sometimes less represented in favour of staff or stakeholder 

perspectives. We did not code stakeholder-only quotations; however, the prominence of non-

ASR voices in parts of the evidence base highlights a broader problem whereby “experience” is 

filtered through professional interpretation, raising questions about whose voice is prioritised 

and how power imbalances may be reproduced when stakeholders speak "about" or "for" 

ASRs. Where first-person data were thinner, the synthesis inevitably relied more on author 

interpretation, weakening support for some subthemes and lowering confidence in those 

claims. Women’s voices were also less represented across most studies, limiting what can be 

said about gendered experiences of safety, disclosure, and service preferences, though we 

were able to report some gendered perspectives (particularly around help-seeking). 

Finally, we did not conduct a GRADE-CERQual appraisal (Lewin et al., 2018), so we cannot 

provide formal confidence ratings for each finding. Nonetheless, we strengthened 

transparency and rigour through structured quality assessment, explicit consideration of study 

limitations in interpretation, and caution where participant voices were rare, mixed with 

stakeholder accounts, or where themes relied on limited data and heavier author 

interpretation. We also documented the recurrence of subthemes across studies to support 

judgements about coherence and adequacy and aimed to demonstrate variation within and 

between communities rather than presenting culture or religion as a single “barrier.” Older 

studies tended to show more methodological weaknesses than recent papers, so their 

contributions should be treated with additional caution. 

Implications for practice, policy and future research 

Several implications for practice and policy follow from this review. First, services need a 

workforce able to provide trauma-informed and culturally responsive care, including greater 

access to clinicians with relevant language and cultural knowledge, alongside training in 

cultural humility and different models of distress (Dumke et al., 2024). This also applies to 

interpreting. Commissioners should prioritise trained mental health interpreters with clear 

standards for confidentiality, consistency, and psychological terminology, and arrangements 

that reduce community-based confidentiality concerns while remaining culturally sensitive 

(Koja et al., 2025; Krystallidou et al., 2024). Training is also needed across all points of contact; 

from reception and GP practices to specialist teams, to avoid cultural stereotyping and 

recognise that ASRs are not a uniform group, even within the same country or language 

background. Services should make routes into care clearer through multilingual information 
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(including self-referral where possible) and reduce reliance on GP gatekeeping alone; where 

interpreters are used, choice and continuity matter, including options around gender and 

dialect/accent and the ability to work with the same interpreter when preferred (BPS, 2017). 

The review highlights the mental health impact of the asylum process itself, indicating a need 

for proactive, accessible and ongoing psychosocial support for people living with asylum-

related uncertainty. At a policy level, this strengthens the case for reducing avoidable distress 

generated by asylum and welfare conditions (e.g., prolonged uncertainty, poor housing, 

barriers to work and stability) and ensuring timely access that is not dependent on crisis or 

specific disclosures (Katsampa et al., 2025). Regular opportunities for supportive contact, 

including counselling where appropriate, may be particularly valuable for those living with 

ongoing instability linked to the asylum system. 

Findings also raise questions about the fit of narrowly applied Western service models. Rather 

than assuming “talking therapies” are universally acceptable or sufficient, services should 

offer holistic, integrated approaches that acknowledge how distress is shaped by material 

realities (housing, finances, legal insecurity, isolation) and combine psychological input with 

practical problem-solving and advocacy. Care should be flexible and paced, offering 

stabilisation and community-based options where needed rather than defaulting to trauma-

focused talking therapy as a first step. This aligns with community-oriented and liberatory 

approaches that attend to power dynamics, structural determinants and the social context of 

suffering, including a “cultural models” approach (Fish & Fakoussa, 2018; Ziyachi & Castellani, 

2024). Co-production with ASRs and community stakeholders can strengthen service design, 

outreach and intervention acceptability, including decisions about language, setting and pace 

of therapeutic work (Fish & Fakoussa, 2018). 

Finally, services should prioritise trust-building and safety as core conditions for engagement. 

This includes clear communication about confidentiality, options around interpreter use, and 

culturally safe spaces for disclosure. Gender-sensitive provision should be routine, including 

women-only spaces and access to female clinicians and interpreters where needed. 

Partnerships with schools, refugee centres, NGOs and organisations working with racialised 

and marginalised groups can support culturally informed outreach and education in neutral 

community settings where stigma is reduced, and sociocultural and religious understandings 

of distress can be acknowledged rather than dismissed. 
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In terms of research implications, future qualitative studies should prioritise ASR-led and ASR-

centred methods that protect participant voice from being diluted by stakeholder accounts. 

Researchers should clearly separate ASR quotations from staff or service opinions and justify 

mixed-sample designs to reduce the risk of filtering lived experience through professional 

interpretation. More work is needed with ASRs who are not connected to services or non-

profit organisations, as this group may be underrepresented and face particular challenges 

related to isolation, mistrust, language barriers and lack of information. 

More research should also attend to gender and age and across different UK nations such as 

Scotland. Women’s views were often underrepresented despite providing important insights 

on safety, disclosure and gender-related barriers. Future studies should intentionally include 

ASR women and explore their experiences of accessing mental health services in the UK. 

Similarly, studies should compare young people’s and adults’ experiences more explicitly, 

including the roles of schools, caregivers and other non-clinical gatekeepers, and how agency 

and consent are understood in these contexts. Finally, intervention and implementation 

research should test holistic models that integrate psychological support with practical 

problem-solving and advocacy, rather than evaluating trauma-focused talking therapies in 

isolation. This should include co-produced and community-based approaches, with outcomes 

reflecting ASRs’ priorities beyond symptom change. Where possible, future evidence 

syntheses should strengthen confidence in findings using approaches such as GRADE-CERQual 

and specify how adequacy, coherence and relevance of ASR quotations vary across themes. 

Conclusion 
This review shows that ASRs' involvement with mental health services in the UK is shaped by 

an interplay of structural, service-level, and sociocultural factors instead of just individual 

willingness to seek help. Barriers to access and engagement result from systemic uncertainty, 

restrictive policies, differing conceptualisations on distress and help-seeking, and mismatches 

between service models and lived experiences. To tackle these challenges, we need responses 

that go beyond focusing on individual engagement. We should embrace trauma-informed, 

culturally sensitive, and structurally aware methods at clinical, service, and policy levels. 

Without these changes, existing gaps in access to mental health care for ASRs will likely 

continue. These findings call for urgent policy action to eliminate hostile-environment 

barriers. We also need targeted funding for accessible, trauma-informed, and culturally 

responsive mental health services to ensure that equitable care for ASRs is a system 

requirement rather than an individual responsibility. 
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Plain Language Summary 
 

Title: Exploring the Dissociative Experiences Measure Oxford (DEMO) in Iranian Persian: A 

cognitive interviewing study 

Background: Refugees may experience multiple traumatic events arising in the context of war, 

forced displacement and torture. Given high rates of trauma, the experience of dissociation is 

common. Dissociation is one way that the mind copes with excess stress.  People with 

dissociation may feel disconnected from memories, thoughts, feelings and the world around 

them. An important aspect of treatment is using appropriate measures to assess dissociation. 

The Dissociative Experiences Measure Oxford (DEMO) has been recently developed in 

collaboration with people with expertise by experience. However, this measure has not been 

explored in a clinical sample with Iranian refugees. 

Aims: To explore the experiences of Iranian refugees when interacting with the DEMO, and to 

examine how their perspectives can inform future adaptations of DEMO to improve clinical 

and patient outcomes, as well as contribute to a deeper understanding of dissociation within 

this population. 

Methods: Five Iranian participants from a refugee background were recruited from NHS 

Greater Glasgow and Clyde mental health services. The DEMO was translated according to 

good practice guidelines One-to-one cognitive interviews were recorded and then transcribed, 

asking participants about the items of the DEMO, including how they understood the items 

and whether the questionnaire was easily understandable. Cognitive interviewing was used to 

explore and analyse participants’ responses, alongside thematic analysis to allow flexible 

interpretation of the data. 

Findings: There were significant difficulties in all parts of the Iranian Persian version of the 

DEMO, mainly relating to questions about "unreality" and “memory blanks”. Participants’ 

answers showed that some questions were hard to understand, insufficiently specific, or open 

to interpretation. In some cases, the Persian wording did not match the original English 

meaning, and there were also a few grammatical issues. Some groups of questions (reliving 

memories/flashbacks and “zoning out”), worked better overall, but even these still raised 

some concerns about word and idiom choice and how well the translation matched the 

intended meaning 



   

 

66 
 

Conclusions: This study used cognitive interviews with Iranian refugees in the UK to test how 

well the Persian DEMO works and found significant difficulties, especially in the Unreality and 

Memory Blanks subscales. Most difficulties came from unclear and ambiguous wording, poor 

matches between the English and Persian meanings, and translation issues, which meant that 

people’s interpretations did not match the intended meaning behind the questions. These 

findings show that gold-standard translation alone is not enough, and that dissociation 

questionnaires need cognitive interviewing and close collaboration with bilingual stakeholders 

to make sure they are conceptually and linguistically suitable across cultures. 
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Abstract 
 

Background: There is little empirical evidence on the translation and cultural validity of 

dissociation measures, particularly for diverse and marginalised groups such as refugees and 

asylum seekers in clinical settings. The Dissociative Experiences Measure, Oxford (DEMO) is an 

updated and comprehensive instrument that addresses several criticisms of existing 

dissociation measures; however, its sample was largely homogeneous. Further research is 

therefore needed to examine the DEMO's validity in diverse clinical populations and to assess 

whether it meets criteria for cross-cultural content and face validity.  

Aims: This study aimed to explore how Iranian refugees using NHS Greater Glasgow and Clyde 

mental health services interact with and understand the items of the Persian-translated 

version of the DEMO. 

Methods: A qualitative, descriptive design was adopted using cognitive interviewing. The 

DEMO was translated into Iranian Persian following good practice guidelines before data 

collection. Five Iranian refugees took part in individual, semi-structured cognitive interviews. 

Participants first completed the DEMO, followed by a verbal probing-only cognitive 

interviewing approach. Interviews were audio-recorded, transcribed and analysed using a 

hybrid analytic cognitive interview approach alongside thematic analysis to allow flexible 

interpretation. Analysis included item-by-item summaries, top-down coding, cross-participant 

comparisons and the development of a results matrix.  

Results: The analysis revealed significant problems across all domains of the Persian DEMO, 

with particularly pronounced difficulties in the Unreality and Memory Blanks domains. 

Participants’ responses highlighted recurring issues with comprehension, lack of clarity and 

specificity, ambiguity, semantic non-equivalence and grammatical issues. Some items, 

especially within the Vivid Internal World and Zoned Out domains, showed better functioning 

but still raised some concerns around wording, idioms and semantic equivalence. 

Conclusion: Findings suggest that the current Persian adaptation of the DEMO does not 

consistently reflect the intended constructs for Iranian refugees in this clinical context and 

cannot be assumed to have cross-cultural content or face validity in its present form. Revision 

of problematic items, followed by additional cognitive interviewing and psychometric 

evaluation, is required. 
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Introduction 
 

Dissociation occurs across various conditions, including post-traumatic stress disorder 

(PTSD), complex PTSD (CPTSD) (Wolf et al., 2012), psychosis (Longden et al., 2020) and panic 

disorder (American Psychiatric Association, p.208 [APA], 2013). Dissociation has a strong, 

causal link with trauma (Lynn et al., 2019), and there is emerging research demonstrating 

dissociation is a transdiagnostic construct (Ellickson-Larew et al., 2020). Dissociation is also a 

distinct category in the Diagnostic and Statistical Manual of Mental Disorders (DSM-5) and 

involves ‘distribution of and/or discontinuity in the normal integration of consciousness, 

memory, identity, emotion, perception, body representation, motor control, and behaviour’ 

(APA, p. 291, 2013).  Furthermore, dissociation has been associated with poorer treatment 

outcomes across various mental health problems including PTSD (Bae et al., 2016), panic 

disorder and OCD (Spitzer et al., 2007) and thus can impact the effectiveness of 

psychotherapeutic interventions.   

Refugees, who are among the most marginalised groups globally face high risk of mental ill 

health and extreme distress (Richter et al., 2018). They are frequently exposed to inescapable 

and repeated trauma, including war, torture and childhood abuse (Jowett et al., 2021), 

conditions under which dissociation is thought to be particularly likely to develop (Schauer & 

Elbert, 2010; Boyer et al., 2022). Studies with war-affected children and adolescents, such as 

Palestinian youth in Gaza and resettled refugee adolescents in Sweden, have reported high 

levels of peritraumatic and ongoing dissociative experiences (Ghannam & Thabet, 2014; Qouta 

et al., 2012; Gušić et al., 2017, 2018), highlighting the relevance of dissociation in this 

population and the importance of situating it within wider socio-cultural and political 

contexts. However, prevalence data remain limited, making it difficult to inform healthcare 

priorities and treatment assessment (Harder, 2014).  

Given that dissociation appears to be an important predictor in treatment outcomes for many 

mental health conditions (Lyssenko et al.,2018) and presents across diverse populations, 

dissociation outcome measures are needed to monitor the quality and effectiveness of 

psychotherapeutic interventions. The most common existing dissociation measures are the 

Dissociative Experiences Scale (DES and DESII) (Bernstein & Putnam, 1986; Carlson & Pytnam, 

1993), the Wessex Dissociation Scale (WDS) (Kennedy et al., 2004), the Multiscale Dissociation 

Inventory (MDI) (Briere et al., 2005) and the Dissociative Symptoms Scale (DSS) (Carlson et al., 

2018). Most of these instruments have received considerable criticism; significant limitations 
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include omitting to incorporate updated understandings of dissociation and questions relating 

to the measure's validity (Carlson et al., 2018, Cernis et al., 2018; Saggino et al., 2020). Existing 

measures are time-consuming for clinicians and service users (SU) and some fail to address 

the nuances of dissociation by not breaking down symptoms by subtypes (Cernis, et al., 2018). 

Cernis et al. (2018) developed the Dissociative Experiences Measure, Oxford (DEMO), which 

aimed to address the limitations of previous measures and attempts to take a more 

comprehensive approach reflecting newer developments relating to dissociation and 

incorporating the experiences of SU with dissociation. Although DEMO has demonstrated 

strengths, including high internal consistency, good discriminant, convergent and divergent 

validity, this bottom-up data-driven method, which included involving those with lived 

experience in the DEMO’s development, its validity cannot be extrapolated to everyone with 

dissociation. The DEMO pool sample was mainly young women and 90% were from the Global 

North, illustrating the limited research into cross-cultural instrument validation and 

development. 

Hosseini et al. (2025) highlighted the need for psychometric measures that are 

comprehensive, reliable, and valid, and reflect current conceptualisations of dissociative 

experiences across research and clinical domains. To address this, they examined the 

psychometric properties of the DEMO in an Iranian general population sample using 

confirmatory factor analysis (CFA) and reported good reliability and validity. While the 

translation procedures adopted by Hosseini et al. (2025) were rigorous, their pilot testing 

process was described only briefly, noting that the revised Persian version was piloted for 

clarity and cultural appropriateness without specifying how participants’ understanding of 

items was evaluated or whether they followed a pre-testing protocol. This represents a 

common limitation in the adaptation of psychological measures, despite the consistently 

recommended use of qualitative methods such as focus groups or cognitive interviews to elicit 

respondents’ interpretations and reactions to each item as a form of pre-testing (Morgado et 

al., 2018; Terwee et al., 2017). Factor-analytic approaches such as CFA are most suitable when 

constructs are well understood and prior validity evidence exists in comparable contexts 

(Knekta et al., 2019), yet they provide limited insight into how individuals interpret or interact 

with items. Moreover, self-report questionnaires administered online in non-clinical samples, 

such as in Hosseini et al. (2025) are inherently vulnerable to response biases, social 

desirability, and situational factors (Morgado et al., 2018; Mahudin et al., 2012; Pan et al., 

2013), all of which may influence measurement accuracy. 
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These methodological considerations highlight the importance of supplementing quantitative 

validation with in-depth qualitative pre-testing among the target population to enhance 

conceptual clarity and cross-cultural equivalence (Morgado et al., 2018). Cognitive 

Interviewing (CI) is an evidence-based qualitative methodology commonly used to discern 

how participants interpret and answer questions that form part of a questionnaire. CI helps 

researchers to identify necessary adaptations in order to enhance the accessibility and validity 

of the instrument items by enabling them to anticipate potential difficulties that participants 

may experience when interpreting questions (Collins, 2015). Additionally, CI is commonly used 

as a qualitative method to evidence the content and face validity of a measure (Egger-Rainer, 

2019; Willis, 2015a). Content validity concerns the extent to which an instrument adequately 

represents the construct of interest and ensures that its items are comprehensible (Terwee et 

al., 2017), whereas face validity refers to whether responders of the target language perceive 

the items as relevant and appropriate for their respective contexts (Connel et al., 2018).  

Using semi-structured interviews and CI with participants from the target population, allows 

identification of questionnaire design problems (Egger-Rainer, 2019) and invites suggestions 

on how to make the measure accurate, understandable, acceptable and relevant to the target 

population (Singh et al, 2021). The application of cross-cultural cognitive interviewing (CCCI) 

has been considered a natural extension of standard CI, given the recognised and increasing 

need to evaluate surveys across different cultures and languages (Willis, 2015b). CCCI 

examines how the CI process operates outside the Western settings in which a questionnaire 

was developed, requiring researchers to reflect on the suitability of CI for the target 

questionnaire and its applicability to the intended participants and target language (Willis, 

2015b).  Moreover, when adapting a measure into a target language, items must undergo 

linguistic and cultural modification to ensure equivalence with the original version. This 

process usually involves forward and backward translation, review by an expert panel, 

cognitive interviewing, and final proofreading (Jia et al., 2022). Although there are some 

differences in the approach between CCCI and CI, the objective is aligned to the one of 

standard CI process; to pretest a survey to identify potential participant difficulties in 

answering.  Although, it is typical in CI to take a reparative approach to problems identified, 

the option for a descriptive approach also exists (Willis, 2015a). The descriptive approach 

focuses on describing how an item operates based on the construct measured. Rather than 

focusing on "repairing" items, descriptive CI is used when the aim is to understand how a 

question functions as a measure of a particular concept, and to make explicit the implicit 

issues involved in a given wording (Willis, 2015).  
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Given that dissociation has been a widely present symptom in refugees, there is clearly 

insufficient literature discussing comprehensive, user-friendly measures for dissociation that 

are culturally adapted. Culturally adapted measures vitally enable the planning and delivery of 

appropriate interventions for this vulnerable population. There is evidence to suggest that 

cultural adaptation can improve the effectiveness of psychological interventions and 

instruments (Arafat et al., 2016; Harper Shehadeh et al., 2016; Singh et al., 2021). Building on 

this evidence, the present study employs CI with Persian-speaking individuals with clinical 

experiences of dissociation who are currently accessing psychological support in the UK, to 

explore how they understand the DEMO items of this current adaptation. This approach 

allows for the exploration of comprehension, clarity, and relevance of DEMO items within a 

clinical and cross-cultural context, offering insights into how individuals from Iranian 

backgrounds interpret dissociative experiences in migration and service-use settings where 

cultural and linguistic incongruences may affect assessment, treatment, evaluation and 

communication. 

Aims 

The study aims to further explore the DEMO’s cross-cultural content and face validity. It 

assesses the experiences of Iranian refugee SU interactions with the DEMO exploring how 

they understand, respond to and make sense of DEMO items. Exploring how one group of SU 

interact with the instrument can deepen understandings of how cultural adaptation may 

improve the acceptability and effectiveness of psychological assessment and, consequently, 

intervention (Heim et al., 2019). The study intends to afford greater insight into whether 

DEMO effectively assesses/measures/captures how Iranian refugees experience dissociation.  

Research questions: 

1. To explore potential issues of the Persian-adapted version of DEMO when it comes to 

face and content validity including issues with item comprehension of the items.  

2. To examine the semantic equivalence and cultural relevance of the Persian-adapted 

DEMO, exploring how participants comprehend and make sense of the items and 

identifying any difficulties encountered during responding and scoring. 

 

Methods 
 



   

 

72 
 

Ethics 

Ethical approval was obtained from the North of Scotland (2) NHS Research Ethics Committee 

on 7th November 2024, ref: 24/NS/0112; management approval was obtained from NHSGG&C 

Research and Innovation department on 14th November 2024, ref: UGN24MH201 (Appendix 

2.1; 2.2). Three non-substantial amendments, including for the final MRP proposal (Appendix 

2.3) were submitted and accepted on the 26th February, 6th June and 29th October 2025. 

Following consent to contact, participants received Persian translations of the Participant 

Information Sheet and the Privacy Notice. They had the opportunity to ask questions before 

providing informed consent with an interpreter. They were informed of their right to 

withdraw at any time. Data handling was compliant with GDPR (2018) guidelines. Personal 

data were stored electronically in encrypted, password-protected files on secured NHS 

Scotland computer, accessible only to the primary investigator (PI) (VS). The written 

transcripts were stored in a password protected device and were accessible only to the 

research team. Anonymised data with pseudonyms were used for analysis to ensure 

confidentiality. To minimise potential risks, no questions were asked about participants' 

traumatic experiences. 

Materials 

The PIS and Privacy Notice, participant information leaflet (PIL), consent forms and the 

adapted Persian version of the DEMO were all translated in Persian (Appendix 2.4).  A PPI 

panel comprised by two experts-by-experience who were Persian SU and now professionals 

were also recruited to review the participant-facing documents and proposed interview 

schedule to ensure that questions and explanations were relevant and sensitive. 

Design 

The study aimed to explore how participants understand the items of the Persian adaptation 

of the DEMO through a descriptive cognitive interview study. Qualitative semi-structured 

interviews were conducted by the PI using cognitive interviewing. The study is reported in 

accordance with the criteria for qualitative studies (COREQ) (Tong et al., 2007) to ensure 

standardised reporting (Appendix 2.5).  The study included two phases, the translation of the 

instrument phase and the cognitive interviews.  

Assessment Measure – DEMO measure 
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The DEMO (Cernis et al., 2018) scale used for the purposes of this study is an adapted version 

translated in Persian (Appendix 2.6).  The original DEMO was designed to offer an updated 

and comprehensive measure of dissociative experiences and address the limitations of 

existing dissociation measures. The purpose of the instrument is to assess the frequency and 

the intensity of dissociative experiences. The scale consists of 30 items and has 5 subscales:  

“Unreality”, “Numb and Disconnected”, “Memory Blanks”, “Zoned Out”, and “Vivid Internal 

World”. The definitions for each subscale were used to guide the comprehension of each item 

as cited in Cernis et al. (2018). The scale used a five-point Likert scale from 1-5 asking if they 

had experienced the item in the last two weeks (never, rarely, sometimes, often, all the time).  

DEMO may be described as a valid measure due to good correlation with other measures of 

dissociation, and good psychometric properties (Cernis et al., 2018). 

Translation of the scale  

Semantic equivalence  

The first author of the original paper (Cernis et al., 2018) granted permission to use the DEMO 

for the purposes of this study. While Hosseini et al (2025) recently adapted the DEMO into 

Persian, their version was unavailable at the outset of this research. The adaptation process 

and procedures for the current study were already underway prior to their publication. The 

study followed published guidelines for translation and cross-cultural adaptation (Figure 3: Jia 

et al., 2022).  Despite lack of consensus regarding methodological approaches to processes of 

translation, adaptation and cross-cultural validation (Cruchinho et al., 2024; Wild et al., 2005), 

guidelines share some commonalities, and these were used in the present study with the 

exemption of quantitative validation. To ensure semantic equivalence (Herdman et al., 1997), 

the study followed established guidelines for translation and cultural adaptation of 

measurement instruments (Cruchinho et al., 2024). The translation agency contracted by NHS 

Greater Glasgow and Clyde (NHS GGC) assisted by sourcing a bilingual translator (SR), who 

produced a forward translation of the English items. Next, two additional bilingual Persian 

linguists on both the source and target languages who were uninvolved in the forward step 

(YM and FA) independently generated blind back-translations into English and provided 

written notes on discrepancies in which they provide their own reconciled version of the 

instrument. A bilingual colleague from the research team (AYS) then led an item-by-item 

reconciliation meeting with the principal investigator (VS) to review discrepancies between 

the source and final translation from the linguists, reaching consensus on wording, mostly on 

grammar, and correcting any errors identified by AYS. VS then undertook a pilot with a 
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bilingual interpreter to rehearse the topic guide and the cognitive interviewing procedure. 

Finally, the refined Persian version underwent cognitive interviewing with the study 

participants. 

Figure 31. Translation and cross-cultural adaptation process 
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Participants 

To maintain a relatively homogeneous sample, we included only Iranian individuals who have 

navigated the UK asylum system and/or self-identify as refugees (UNHCR, 2014), have 

experienced symptoms of dissociation and were seen by NHSGGC specialist Glasgow 

Psychological Trauma Service (GTPS), and NHSGGC Community Mental Health Teams 

(CMHTs). Although migration journeys differ, this shared position reduces variability from 

long-settled UK bilingual citizens, who are likely more familiar with English phrasing, which 

could shape how they interpret Persian-adapted items. Participants were recruited via their 

respective clinicians within the mental health teams. This group was chosen as, during 

discussion with GPTS clinicians, it emerged there was a high proportion of Iranian patients 

using NHS mental health services who experience dissociation and are survivors of torture, 

therefore, a purposive sample was recruited. This study adopts a more inclusive definition of 

'refugee' to encompass both those officially conferred, and those applying for, this status. 

Participants were required to meet the following inclusion criteria: 

• 16 or over to comply with the requirements of the Age of Legal Capacity (Scotland) 

Act 1991.  

• Are Iranian and speak Persian as their mother tongue 

• Have had dissociative experiences 

• Can provide informed consent 

• Identify as a refugee or a person seeking asylum. 

Participants were offered reimbursement for their participation in the form of a £20 

Love2Shop voucher to compensate for their participation. In addition, their travel expenses 

were also covered. A total of five participants were recruited, and they were all men. All but 

one participant required interpreters as he was a bilingual speaker. All but one of the 

interpreters attended the interview in person alongside with the participant; for one 

participant the interpreter was included via MS Teams and via telephone. Table 5 provides 

details about the participants. To ensure anonymity pseudonyms have been used (participants 

had the option to choose their preferable pseudonym) as well as the age range.  
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Table 5. Participant Characteristics 

 

Sample Size 

Although Willis (2015a) suggests at least 7 to 10 interviews are needed to confirm item 

comprehensibility, this was not achievable in the present study due to resource and time 

constraints. COSMIN guidance indicates that a sample of approximately 4–6 participants is 

adequate for assessing content validity via cognitive interviews and qualitative methods; 

therefore, this study aimed to recruit at least four (Terwee et al., 2017). Further, the concept 

of data saturation has been widely criticised (Braun & Clarke, 2021; Malterud et al., 2015) on 

the basis that meaning in qualitative research is produced through the researcher's 

interpretation of the data rather than being inherent in the data. Consequently, decisions 

about when to stop collecting data are highly subjective (Braun & Clarke, 2021). In line with 

this guidance, the present study adopts an information power perspective such as recruiting 

of participants with highly specific characteristics, focusing on the quality of the transcripts 

and dialogue, and in-depth analysis of participants’ narratives (Malterud et al., 2015), while 

recognising that qualitative sample sizes are determined pragmatically (Kaushik & Walsh, 

2019), often in light of constraints such as time and resources. 

Procedures 

Recruitment was coordinated with the GPTS and the Consultant Clinical Psychologists from 

NHSGGC CMHTs. After clinicians identified potential participants, they informed them about 

the study using a translated Participant Information Leaflet (PIL). If interested, individuals 

provided consent to contact so the clinician could pass their details to the PI. The PI then sent 

the PIS and Privacy Notice by post and email. An initial phone call with the PI was arranged a 

minimum 24 hours after the materials were sent; during this call, the PI answered any study-

related questions, confirmed willingness to participate, and scheduled the interviews, 
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including interpreter preferences. Personal data were used solely for contacting the 

participant and were not retained thereafter. A written consent form was completed on the 

day of the interview.  

Study interviews were conducted either in person at participants’ local NHS clinic or online via 

video call and with an interpreter, according to participant preference, and lasted 

approximately 90–120 minutes. All interviews were audio-recorded (with a backup device), 

transcribed verbatim and transcripts were verified against the recordings to ensure accuracy 

by VS. She also made brief reflective notes after each interview and during transcription to 

capture initial thoughts. No repeat interviews were carried out. Due to time constraints and 

lack of translation resources transcripts were not returned to participants for comment. 

A semi-structured topic guide was developed using verbal probing (VP) methodology (Willis, 

2015a), piloted with a bilingual interpreter, was used to invite participants to give their initial 

response to each item and then answer a series of standardised (anticipated) and/or free-

form (emergent) probes exploring how they understood the wording, how they arrived at 

their answers and how relevant the item felt to their experiences, including their thought 

processes while reflecting on the item and offering a response (Willis, 2015a). A VP-only 

approach was chosen because it is suitable for diverse cultural and language groups and 

avoids the additional cognitive load associated with think-aloud techniques for marginalised 

participants (Willis, 2015b). 

Demographic information (age range, gender, rough estimate how long they've been in the UK 

and status) was collected verbally.  The interview style prioritised rapport, transparency and 

collaboration with participants and interpreters, with unnecessary probing avoided to support 

trust and openness (Miller, 2004).  Bilingual samples can help separate language from 

acculturation effects, yet studies with monolinguals show that they experience substantial 

difficulties completing items (Willis, 2015b).  This study adopted an inclusive approach, with 

no exclusion on any speaker whose mother tongue is Persian. 

Although CCCI ideally researchers with fluency in the target language (Willis, 2015b), this was 

not feasible for the present study. Due to this limitation, the following measures were taken. 

In line with guidance that interviewers should possess expertise in translation, 

cognitive/qualitative interviewing, and survey methodology (Sha & Pan, 2013), the 

interviewing team met these requirements. Moreover, to mitigate the absence of a target 

language fluent CI interviewer, interviews were conducted with trained interpreters and close 
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collaboration with bilingual speaker as part of the research team. It was not possible for 

interpreters to conduct the interviews on their own, as they were not trained in research 

methods. However, the same interpreter was used with the exception of one interview, to 

ensure consistency in relation to communication and interpreting responses. 

While interpreters facilitate metaphoric or figurative communication to accurately translate 

clinical terms into the relevant cultural context (Bramberg & Dahlberg, 2013; Wand et al., 

2019), their involvement can introduce sources of bias (Hlavac, 2017). This was mitigated by 

using NHS interpreters practiced in dealing with upsetting topics and BPS Guidelines was 

followed (BPS, 2017). VS met with the interpreter in advance of the interview to discuss the 

interview schedule, their role was within the interview itself (Bramberg & Dalhberg, 2013) and 

how the CI approach works. They were instructed to use first person present tense and to 

interpret directly without summarising and explaining cultural terms as necessary. After the 

interview, the interpreter was debriefed by the researcher to capture any necessary 

reflections about the three-way communication. 

Analysis Plan 

Analysis was conducted using NVivo 14. The primary analytic approach was descriptive 

cognitive interviewing, focusing on how each DEMO item functioned for participants at an 

item-by-item level. A secondary, supportive layer of analysis drew on principles of inductive 

thematic analysis to organise recurrent types of problems and interpretations across items 

and participants. 

Guided by Willis (2015a), the study adopted a hybrid descriptive CI approach that integrated 

elements from different cognitive analysis testing models (i.e. text summaries, question-

feature coding, theme coding, pattern coding) and focused on identifying item-level problems 

when these were evident in participants’ responses. In line with Knafl et al. (2007), VS 

independently analysed the transcripts in depth, both within and across participants, drawing 

on a combination of top-down problem codes and data-driven insights. 

A first pass of coding was conducted to apply codes for comprehension (yes, no, unsure), 

clarity, semantic equivalence and ambiguity. All comprehension and top-down coding ratings 

were decided through consensus coding. Discrepancies were resolved during consensus 

meetings between VS and a second coder (AG), where line-by-line data and participant 

explanations were reviewed to ensure consistent interpretation and application of the coding 

criteria. This was undertaken transcript by transcript. VS and the supervisor were involved in 
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all stages of the analysis, including coding. An item-by-item review (Miller et al., 2014) was 

also undertaken to explore participants’ comprehension of each DEMO item, using a top-

down coding scheme primarily informed by Willis and Lessler’s (1999) Question Appraisal 

System. Consistent with Willis’s (2015a) emphasis on measure-specific issues, an additional 

coding framework was developed to capture problems specific to the DEMO and aligned with 

the study’s aims (Appendix 2.10).  

In a second stage of analysis, principles of inductive thematic analysis (Braun & Clarke, 2006) 

were used to organise the CI findings. This phase involved grouping the item-level problem 

codes and participants’ explanations into broader, descriptive patterns. These patterns were 

then developed into themes that summarised how participants interacted and made sense of 

the DEMO items. 

Findings were summarised and cross-referenced across participants in an item-level results 

matrix, consistent with the descriptive CI focus of the study. For each item and participant, 

comprehension judgements (yes, no, unsure) were recorded and colour-coded (green = yes, 

red = no, orange = unsure). Additional columns listed the types of problems identified (e.g. 

clarity, ambiguity, semantic equivalence, translation error). VS and the supervisor met to 

discuss and resolve coding discrepancies and to agree on the final categorisation.  

Transparency and Reflexivity  

The researcher is a female a trainee clinical psychologist and came from an ethnic minority 

background. She has experience working with refugees and people seeking asylum and 

working with interpreters, particularly Persian-speaking interpreters, and patients in both the 

NHS and third-sector organisations. As part of her role, she is experienced in delivering and 

interpreting psychometric measures, particularly in the context of trauma and dissociation. 

Nevertheless, the researcher has awareness of the power dynamics involved within both the 

clinical and research worlds particularly for people with insecure asylum status and who 

experience dissociation. The researcher is a non-Iranian, non-Persian-speaking immigrant to 

the UK, with an accent and cultural similarities to the target group. This produced an 

ambivalent insider/outsider position (Bukamal, 2022) and asymmetrical power relations 

around language, citizenship and professional status, which inevitably shaped how the data 

were generated and interpreted. The researcher relied on professional interpreters during 

data collection and on translated transcripts for analysis, and there is a risk that some nuances 

were lost or transformed at each stage. To mitigate this, the researcher worked closely with 
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an Iranian colleague throughout the initial translation and adaptation process and discussed 

problematic items and emerging interpretations following data analysis. Nonetheless, the 

analysis reflects the researcher's own interpretive lens as an ethnic minority trainee clinical 

psychologist working and trained in a UK setting and should be read as one situated account 

rather than a definitive description of Iranian concepts of dissociation. 

Results 
During the cognitive interviews, several problems were identified with administering the scale 

and these are presented in Table 6. Table 6 presents an item-level results matrix showing each 

DEMO item by participant, with comprehension judgements colour-coded (green = yes, red = 

no, amber = unsure) and an additional column summarising other problems identified. The 

results are presented in two parts: 1) summaries and analysis of each DEMO factor domain 

(subscales), including problems identified through the top-down framework, and (2) 

additional themes generated through inductive coding. Detailed descriptions of item-by-item 

problems are provided in the appendices (2.11). The themes include:  1) Clarity and Specificity 

Issues, 2) Translation issues and 3) Broader reflections on the questionnaire and its relevance 

to lived experience. 
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Table 6. Comprehension and problem summary for Persian DEMO items across participants 
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DEMO Factor Domains 

Across DEMO domains, Unreality and Memory Blanks showed the most substantial and 

consistent problems with comprehension, clarity, ambiguity and semantic equivalence. Numb 

and Disconnected and Zoned Out showed mixed performance, with some items working 

reasonably well and others affected by vagueness, length and idiom. Vivid Internal World 

performed best overall, with most items understood as intended and only minor wording 

issues. 

Unreality Domain 

Unreality domain showed consistent and substantial problems with comprehension, clarity, 

ambiguity and semantic equivalence across all six items and across all participants. It seemed 

the hardest domain to comprehend overall.  

Across items, participants struggled with the meaning of “not real”, “unreal”, “not existing”, 

“parallel world”, “external world is a joke” and “outside world”. These terms were repeatedly 

understood in concrete, literal or idiosyncratic ways that did not match the intended 

dissociation construct of unreality or not understood at all. Participants’ interpretations in 

relation to the above words, referenced dream states, pretending or acting, grief, existential 

worry, hypervigilance, religiosity, the afterlife, distrust of people as a way to protect oneself, 

and a general sense that the world could have been a much better place due to unfairness and 

it being “a joke” in a literal sense. 

Phrases such as “parallel world”, “detached”, “the world is a joke, a lie”, “invisible barrier” and 

“external/outside world” also showed issues with semantic equivalence. Participants and 

interpreters reported that these words or expressions are not natural in Persian, or that in 

some cases they carried unintended religious, philosophical or scientific meanings which 

indicated ambiguity of the meaning. These semantic issues, combined with the ambiguity of 

the construct, meant that participants’ chosen response options often reflected unrelated 

constructs (e.g. hallucinations for “feeling that everything is unreal”, existential concerns, 

social withdrawal, a sense of unfairness, afterlife, etc.) rather than dissociative unreality based 

on Cernis et al.’s (2018) definition. Overall, the unreality domain showed poor 

comprehensibility across participants, with only isolated and inconsistent instances of 

comprehension. These findings indicate that the current Persian translation of the unreality 
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items does not reflect the intended construct and further investigation is needed to explore a 

reparative approach. 

Numb and Disconnected Domain 

This domain showed significant variability with comprehension and clarity. Across the six 

items within this domain, participants showed mixed understanding. Some items were 

consistently understood (such as Item 9), while others showed much more variation (Items 7, 

8, 10 and 12). The items with greater variation in comprehensibility were partially understood 

by some participants but also highlighted recurring issues with clarity, semantic equivalence 

and lack of specificity even from participants who did understand the items. For Items 7 and 8, 

most participants demonstrated adequate comprehension; however, some struggled to 

interpret these items and gave examples that reflected social disconnection or other 

unrelated experiences, rather than this sense of emotional numbness. 

Participant feedback also indicated that some of the Persian terms used in these items were 

not semantically equivalent. For example, although participants broadly understood what 

Item 8 was trying to ask, participants commented that the phrase “feeling empty inside” did 

not fully capture the intended meaning and was confusing. A spontaneous repair of the item 

was offered with a proposed alternative term (“ی  which felt it was more closely "(puchi) پوچ 

aligned with the intended construct culturally and linguistically and better conveyed 

emotional emptiness. 

Item 10 showed the poorest comprehension within this factor, with three participants 

interpreting the item in ways that did not align with the intended construct. Difficulties were 

largely related to lack of specificity. Participants questioned what “not feeling anything” 

referred to, noting that there were many possible interpretations. The wording was described 

as too general, vague, and even meaningless or “too open”, which appeared to contribute to 

inconsistent interpretations across participants. Item 12 also showed mixed comprehension, 

with difficulties becoming evident when participants interpreted only one component of this 

two-part question. They typically understood the “turning inwards” element but did not 

recognise that this was meant to be specifically linked to feeling disconnected. 

Overall, this factor demonstrated mixed comprehensibility, with Items 9 and 11 performing 

more strongly, and Items 7, 8, 10 and 12 showing recurring problems with clarity, specificity 

and semantic equivalence. The better-performing items tended to be straightforward, 

relatively brief, contained only one component, and tapped into a concept that did not leave 
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much room for ambiguity. In contrast, problems were more obvious when items used 

concepts that were understood as too broad or generic in Persian, contained multiple 

components, or relied on terminology that did not closely match the intended meaning of the 

original English items. 

Memory Blanks Domain 

The Memory Blanks domain also showed variation and substantial problems with 

comprehension, clarity, ambiguity and semantic equivalence. Across the six items within this 

domain, participants showed mixed comprehensibility, and their responses and examples 

seemed to reflect cognitive problems related to attention, distractibility or forgetfulness more 

often than dissociative experiences in relation to memory blanks. Item 17 was an exception to 

this pattern, with all participants describing it as very clear and easy to understand. Ahmad 

noted that its shorter length and simpler vocabulary made it easier to process than the earlier, 

similar items. By contrast, Items 13, 14, 15 and 18 all showed recurring comprehension 

problems with clarity, ambiguity and semantic equivalence. For Item 13, most participants 

either did not understand the question or gave examples that did not seem relevant to 

dissociative experiences, instead focusing on ordinary distraction such as going somewhere 

and forgetting why. Item 14 was somewhat clearer, with several participants able to 

paraphrase or relate to it, but others still struggled, and one participant only understood it 

after a more concrete, day-to-day example and then offered an alternative, shorter phrasing 

in Persian that he felt would be clearer. Item 15 also showed mixed comprehension, with 

some participants interpreting it as temporarily not remembering something until they 

double-checked, indicating an understanding related to distraction and short-term memory 

and more than one plausible reading of the item. One participant understood the item but 

commented that the sentence was far too long, which made it harder to follow, highlighting 

issues with clarity and how, due to memory problems (retention/recall), shorter questions are 

easier for him to understand. Item 16 demonstrated clear issues with semantic equivalence, 

as the word “articles” had been translated literally and was understood as written articles or 

journals in Persian, leading most participants to say they did not understand the question at 

all until it was explained. Item 18 showed mixed comprehension, with the main issue being 

that the Persian word for “gap” was too unclear, closer to “space” than to a break in memory. 

Taken together, these findings suggest that, within this domain, participants often grounded 

their understanding in attentional lapses and short-term memory difficulties, and that several 



   

 

88 
 

items were experienced as too vague or unclear, too long, or semantically mismatched in 

Persian to reliably capture the intended dissociative construct. 

"Zoned Out" Domain 

This domain performed better than the previous three, but it still showed some issues with 

clarity, ambiguity and semantic equivalence. Item 19 was the strongest performing item, with 

all participants describing it as very clear and easy to understand. Item 20 was also broadly 

well understood, but participants highlighted that the English idiom “zone out” does not exist 

in Persian and instead explained it using phrases closer to “losing focus or concentration” or 

“not being mentally present”, which indicates issues with semantic equivalence and relatively 

acceptable comprehension. Item 21 demonstrated good comprehension, but there were 

issues of clarity and semantic equivalence, with the word used for “space” reported as being 

understood as “outer space” or “sky” in Persian, which did not change the conceptual 

meaning of the phrase but highlighted a semantic equivalence issue. Item 22 was understood 

by everyone with the exemption of the bilingual speaker.  The consensus meeting also raised 

questions about the phrasing “I often…”, given that frequency is already captured in the 

response options, which potentially highlights issues of clarity. Items 23 and 24, which focus 

on the mind being “blank” or “empty”, showed the clearest problems with semantic 

equivalence and clarity. Although all participants appeared to comprehend Item 23, several 

reported that the phrasing was confusing and unnatural in Persian, noting that it is not 

possible to say that the brain is “empty”, or “empty of what”, and that the question would be 

easier if it specified that the mind is blank of; one participant offered a spontaneous repair 

using a Persian expression meaning “the brain hangs”, as more linguistically and culturally 

relevant. Item 24 showed the poorest comprehension in this domain, with three participants 

stating that the question “doesn’t have a meaning” in Persian unless it is rephrased and 

grammatically rearranged, with one participant highlighting similar issues with Item 23. Taken 

together, the “zoned out” domain demonstrated relatively good comprehensibility for items 

describing staring or drifting out of awareness, but items relying on metaphors of the mind 

being “blank” or “empty”, and on specific English idioms, showed clear problems with clarity 

and semantic equivalence in Persian. 

Vivid Internal World Domain 

This domain performed the best overall showing good comprehensibility and mapping closely 

onto the intended construct. Items 25 and 26 were clearly understood by all participants, who 
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offered relevant examples and described them as easy to answer. One participant commented 

that Item 26 felt easier than some of the previous questions because Item 25 already provided 

a built-in example (“like a film or video”), whereas Item 26 comes “like a picture”, suggesting 

that the use of concrete imagery may support understanding. Item 28 and Item 30 were also 

well comprehended by all participants and were described as straightforward. For Item 30, 

one participant did note that the current phrasing makes it sound as if the person “has an 

illness” and is not entirely clear about what is being asked, which may point to a minor issue 

with clarity, but this did not appear to affect comprehension. 

Item 27 showed generally good comprehension, with four participants providing appropriate 

examples, but also some issues with clarity, as it became clearer for one participant after the 

interviewer gave an example. A participant commented that the length of the sentence made 

it harder to hold in mind and required repetition from the interpreter due to his short-term 

memory difficulties. Item 29 demonstrated mixed comprehension and it was the only item 

with this scoring in this domain. While most participants understood it and gave relevant 

examples, one participant struggled to understand the item until the interpreter explained the 

concept of daydreaming in simpler terms. He commented that “daydreaming” does not have a 

direct equivalent in Persian, that the wording did not sound natural, and that in Persian they 

would instead use a phrase meaning “we try to make things happen for us in our mind”. Taken 

together, the vivid internal world domain showed good comprehensibility across items 

overall, but with some issues of clarity and semantic equivalence for longer items and those 

relying on specific terms such as “daydreaming”. 

In addition to the domain-level patterns derived from top-down coding, a thematic analysis of 

the interviews identified several bottom-up themes that provided more detailed data on how 

participants understood and responded to the Persian DEMO items. 

1) Clarity and specificity issues 

This theme captured recurring problems with clarity and specificity across items, where 

participants described questions as too general, “meaningless”, or having “millions of ways” to 

answer. Participants frequently found it difficult to understand items that lacked specificity 

and concreteness. This was often the case for items that described an absence of an 

experience. These difficulties were particularly evident for items within the Numb and 

Disconnected, Memory Blanks and Zoned Out domains. For example, in Item 8 (“I just feel 

numb and empty inside”), one participant asked: 
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“What do you mean by feeling empty from inside? Do you mean emotionally, physically and 

now what? … Maybe if they could explain it a bit better like….what do you mean by feeling 

empty? Because, you know, you can, physically or energy-wise feel empty, or you can feel 

empty that you don't have any emotions or any feelings or anything.” (George) 

Another participant understood the question but felt the wording lacked specificity of 

meaning in Persian: 

“Puchi word it is better. I feel it’s a better word than ‘feelings’ [the word used in this 

question], because with ‘feeling’ it means you have no feelings at all, left towards anything.” 

(Ahmad) 

This also seemed relevant for Item 10 (“I do not seem to feel anything at all”), the idea of 

clarity of meaning when there is an absence of an experience. Most participants commented 

on this and it was exemplified: 

“So, these questions are quite general and because they are not specifically talking about 

something, so that is why there are millions of answers for these types of questions. Because 

when you are asking me that I don’t feel anything, it can be regarding my pain, physical health 

problems, or like, you know, physical activities, or like, you know, connection with your 

friends, and I can give you millions of examples.” (George) 

Another participant did not understand the question at all: 

“He doesn’t understand the question… Is this in regards to a particular thing or anything? He 

says, what would you say, when you say I don’t have any feelings.., or I don’t have any 

feelings, towards what?” (Darius) 

Across the CI, participants actively worked to understand each item and to relate it to their 

everyday lives, often using their own metaphors to make sense of the wording and to explain 

to VS and the interpreter their process of understanding. For Item 23 (“Sometimes my mind is 

absolutely blank”), one participant described how confusing the question felt using a 

metaphor:  

“For instance, if you say ‘can you pass me that from the table’, there are so many things on 

the table, it’s confusing for you, because you say which one do you mean… do you mean 

laptop, or do you mean the recorder or do you mean the paper? … To him the question means 

you pointing out and saying ‘pass me that one’, but he doesn’t know which one… When they 

ask ‘your mind is blank’, blank of what?” (Arash) 
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In terms of clarity, some questions were also experienced as too long, which added complexity 

and made them more confusing. For Item 15, one participant commented: 

“...In Farsi one, it makes it confusing because it’s long. It’s far too long." (Ahmad) 

This suggests that longer items may place an additional load on short-term memory and make 

it harder for participants to hold the full meaning in mind. 

More crucially, most of the items under the Unreality domain showed poor comprehension, 

which could likely be linked to the abstract nature and lack of concreteness of these items. In 

addition, several participants associated the wording with cultural and religious ideas (e.g. the 

afterlife, religion, philosophical questions about existence) and sense of fairness, which 

further contributed to ambiguity and moved their interpretations away from the intended 

unreality construct. For example, in relation to item 6 (I feel like the external world is not real, 

a joke, a lie), one participant reflected: 

" Unless it’s orthologic or, you know, the science of it, I wouldn't believe that kind of thing. (..) 

I think maybe it works for the people, religious people, but the people who don’t believe on 

any religion, it [the question] might not apply to those. (Darius) 

Other participants interpreted these items more in terms of broader existential or fairness 

ideas or constructs. These interpretations may have been shaped by their own experiences of 

unfairness in the world, both as survivors of torture and forced displacement and as people 

navigating the asylum process in the UK. In response to item 3, one participant spoke about 

the unfairness of bad people being successful while a young child dies "without any reason", 

asking "Does it sound fair?.. What's the point?", and another described item 6, in terms of the 

world being unfair rather than unreal. 

"Yes, I feel sometimes the world around us could have been a much better.  I just think it's not 

a fair world, that's my take of it. I know, you know that most of the questions is real or is it not 

real. I know the world is real, but it could have been more.. But when you say it's real we all 

know it's real, but it's not what you expect it to be."  (Arash) 

Generally, the construct of unreality was not clear to participants as evidenced below: 

"He didn't understand when you say when it is around me is not real. (..) When the people 

around me.. you cannot say they are not real. Do you mean, when I am sleeping?" (Arash) 
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Another participant associated this item with political events and state violence in Iran and 

seemed confused about the question.  

"That’s why that kind of question is also complicated because it’s trying to be judgemental if 

it’s bad to treat people [influenced by his example of state violence], why would you then 

bring people from outside for a treatment?... When you say the world is not real.  Or if you 

mention it is it real or am I playing computer game, you know? 

In several cases, participants initially stated that an item was “easy” or “clear”, but their 

subsequent explanations and examples indicated misunderstanding or a focus on a different 

construct. This suggests that self-reported answer of understanding does not always map onto 

actual comprehension of the intended meaning.  

Taken together, these examples illustrate that the Unreality items were often experienced as 

abstract and lacking concreteness, prompting participants to draw on religious, political and 

existential meanings. More broadly, when items do not specify what type of feeling or 

experience, they refer to and lack concreteness or somatisation, participants have to guess 

the meaning themselves, which amplifies ambiguity and leads to multiple plausible 

interpretations, inconsistent responses and reduced comprehension. 

2) Translation Issues 

Despite following gold-standard procedures for adapting questionnaires, the cognitive 

interviews still uncovered translation issues, including potentially incorrect terms, unidiomatic 

expressions and grammar mistakes (Miller et al., 2014). Some of the struggle to understand 

emerged in relation to issues of translation particularly in relevance to items 15 and 18. Item 

15 was a clear example of a semantic equivalence problem, where the English phrase “articles 

of clothing” had been translated literally into Persian as “articles”, as evidenced by 

participants: 

" …What does it mean? Book or something like that? …Or Newspaper?" (Ahmad) 

The interviews also identified unidiomatic expressions such as “zone out”, which participants 

pointed out does not exist in Persian: 

" We wouldn't say 'zone out', we don't use it." (Arash) 

Although all participants showed good comprehension of what “zone out” means, their 

interpretation was more closely aligned with losing focus or concentration, which does not 
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fully capture the intended meaning in English Other translation issues took the form of 

grammatical mistakes identified by participants, such as misplaced words or awkward word 

order, likely reflecting word-for-word translation without adapting the phrasing to Persian 

grammar with this exemplified as seen below: 

" They don't make sense. I think they haven't been maybe aligned or managed properly." 

(George) 

For Item 18, the general idiom of having “gaps” in one’s memory was partially conveyed, with 

some participants offering relevant examples, but its meaning was undermined in some cases 

by awkward word order and the Persian word chosen for “gap”, which was closer to “space”. 

These translation issues made the question feel like a “Google translation" for participants, 

creating ambiguity and lack of specificity about what exactly was being asked and reducing 

overall clarity. 

" In terms of grammar, it's not easy to understand that question…. Yeah. I would say it's like 

me going into google translation. I don't understand something. I put it in. It might not give 

me the exact, but it gives me the idea, you know, what the answer would be in English." 

(Ahmad) 

Taken together, these examples suggest that literal translations, unidiomatic phrases and 

grammatical problems reduced the semantic equivalence and clarity of the Persian items and, 

in some cases, shifted participants’ interpretations away from the intended construct and 

reduced comprehension, despite best efforts to adapt the questionnaire into a different 

language. These translation issues added to participants' struggle to make sense of the items, 

particularly for the items highlighted above. 

3) Broader reflections on the questionnaire and its relevance to lived experience 

Participants also offered broader reflections based in their interaction with the questionnaire 

as the questionnaire struggles to adequately represent and convey the complexity of their 

lived experiences or to represent what dissociation meant to them. Several commented that a 

two-page measure could not capture the depth or complexity of what they were going 

through, or that their feelings were “not possible to explain with one question” and that the 

questionnaire on its own is not enough if clinicians do not take the time to understand the 

person beyond their replies on the questionnaire:  
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"I mean, it’s not even possible to put into the words the struggles that, I, that people like me 

are going through into a questionnaire, into a 2-page questionnaire, if I were to write down 

my thoughts and everything, it would be like hundreds of books."  (Cookie) 

Two participants commented on the wider therapeutic context, sharing that “just talking” or 

clinicians “only listening” did not feel helpful for them, and that they valued more 

collaborative, problem-solving approaches which reflects wider research on refugee groups 

valuing problem-solving over talking therapies (Ziyachi et al., 2025). Although these reflections 

were not tied to specific items, they provide important contextual understanding into how 

participants perceived the questionnaire and the interview process within the broader 

landscape of their lived experience: 

“For 8 to 10 years I’ve been receiving services… I just felt during all that time they just been 

asking me questions. There were only two practitioners… they really helped me and they 

didn’t ask me how I felt; they tried to help me with my problems.” (Ahmad) 

Several participants felt that the questionnaire might be more helpful for clinicians than for 

them, and that some questions were too general or confusing: 

"In normal circumstances, I don't like somebody asking me these questions, because I feel that 

50% of the questions are quite confusing, not very clear. It could have been asked in a much 

easier way. …Questions 1-6, I had to explain, it was very difficult to understand." (Arash) 

Others suggested that there are aspects of dissociation and of accessing services more 

generally that people from Western societies “cannot even comprehend”, potentially pointing 

to wider issues in how questionnaires are designed and how dissociation is conceptualised 

across cultures: 

" This captures a lot of it but, at the same time, there are a lot of things that people from 

Western societies cannot even comprehend. There are somethings, for example, I am here, 

and I am being like this because of the things that I’ve gone through, and those things are 

things that might even never happen in Europe.  That’s why it is very difficult, if there was an 

Iranian therapist, then definitely they would know what the deal is, because the majority of 

Iranians have some extent of dissociation because the Iranian communities are not very close, 

you know, you Iranian families usually escape from each other." (Cookie)  

Participants also questioned the response format and two-week timeframe, highlighting how 

their distress fluctuates in response to ongoing events and the wider instability of their lives. 
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This underscores the limitations of relying solely on symptom questionnaires at a single time 

point and the importance of clinicians situating scores within participants' shifting contexts. 

One participant explained: 

"And I said what I'm answering is only for two weeks. You know, but lots of things are 

happening. If you ask me what three weeks ago would have been even worse because of the 

things are happening back home with the war and everything." (Ahmad) 

Finally, some participants expressed concerns about the perceived applicability and tone of 

the unreality items, suggesting that they felt more appropriate for “somebody who’s really got 

a problem” and would be clearer if written as questions rather than statements: 

"Yeah, some of them needed explanation. And that question, the first one, needed lots of 

explanation (..) I want to say, this question, you know, from 1 to 6 applies to somebody who’s 

really got a problem, you know, but not for everyone…. If it was asking a question ‘Do you 

feel…?’ it might be clearer… because when it comes as a question, it makes it clear for the 

person, do you have such a feeling? Sometimes the question has to be asked in the way that it 

applies only to me or it applies to everyone, to make it clear because some questions might 

not relate to his condition.”  (Darius) 

These broader reflections suggest that participants emphasised the limits of a brief 

questionnaire in capturing the complexity of their experiences, the need for clearer and more 

specific questions, and the importance of using questionnaires within meaningful, 

collaborative conversations about their lives in clinical practice. 

Discussion 
The purpose of this study was to use cognitive interviews to explore how a clinical sample of 

Iranian refugee participants understood and interacted with the DEMO items. This study 

offers preliminary, descriptive evidence regarding the content and face validity of the Persian 

DEMO (Dissociative Experiences Measure Oxford Persian - DEMOp) in a small, specific clinical 

sample. Overall, the cognitive interviews suggested that the Unreality and Memory Blanks 

domains showed the most substantial comprehension and equivalence problems, Numb and 

Disconnected items functioned more variably, and the Zoned Out and Vivid Internal World 

domains generally performed better and were closer to their intended constructs.  

Similar to Andersen et al. (2014), many of these problems would not have been detected 

through forward-backward translation processes alone. The inductive, organising analysis 
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highlighted three overarching themes: clarity and specificity issues, translation issues, and 

broader reflections on how the questionnaire relates to participants’ lived experience and 

their general views of the measure. 

The CI revealed multiple language-related issues in the Persian DEMO. Participants identified 

terms and phrases that were ambiguous, vague or unnatural, and some of the difficulties 

appeared to stem from the original measure’s use of colloquial and idiomatic English wording, 

such as “zone out”, “staring into space” or words with no clear Persian equivalence such as 

“daydreaming”. Several items were also experienced the DEMOp as overly long or containing 

multiple parts, which increased their complexity. This is consistent with survey-methodology 

research showing that answering questionnaire items places cognitive demands on 

respondents, and that longer, multi-component items are more difficult to process accurately 

(Brosnan et al., 2021). 

Comprehension problems were closely linked to how familiar a word or construct was, the 

complexity of sentence structure and the degree of semantic equivalence between the source 

and target versions. In some cases, this reflected specific translation errors (such as literal 

translation of “articles”), the choice of terms (e.g. words for “gap”, “space”, “blank” or 

“empty” that carried different or overly vague connotations in Persian) and in others, the 

effect of length and grammatical awkwardness. In line question-answering models (Conrad, 

2011), participants worked hard to make sense of the items by drawing on their own 

experiences, life circumstances and social situations, even when this meant moving away from 

the intended meaning. This was evident, for example, when items were interpreted through 

religious or scientific understandings, experiences of being Iranian and living with state 

violence, perceptions of an unfair world, or everyday experiences of distraction and 

forgetfulness and their impact on short-term memory. 

In addition, there were items and constructs that were hard to understand due to their lack of 

specificity and concreteness. Theories about concrete and abstract words may help explain 

why certain items and domains of the DEMO, particularly the Unreality domain, performed so 

poorly. Some items aimed to measure highly abstract ideas with few links to clear, sensory 

experiences, placing them at the very abstract, “inner experience” end of the continuum 

described by Troche et al. (2017), where abstract concepts suffer from reduced contextual 

support (Troche et al., 2017; Schwanenflugel et al., 1988). In this context, understanding 

depends heavily on people’s existing associative and emotional links, which are shaped by 

language, cultural and personal experiences (Conrad, 2011). For the participants in this study, 
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vague phrases such as “parallel world” or “unreal” appeared to activate meanings unrelated 

to the intended dissociative sense of unreality. The items were presented as decontextualised 

statements, translated into Persian with limited scaffolding. Under these conditions, 

participants had to construct their own contextual understanding, which frequently led to 

concrete, religious or existential interpretations that diverged from the intended unreality 

meaning. This pattern fits with theories that stress the role of context and association for 

abstract concepts (Troche et al., 2017), and underlines how vulnerable cross-cultural 

adaptations are when they rely on very abstract, weakly contextualised items to capture 

complex clinical experiences. These interpretive understandings are also unlikely to be 

random; rather, they may reflect culturally influenced “idioms of distress”, which shaped how 

participants understood and responded to the DEMO items (Nichter, 2010). A clear strength of 

the DEMO in UK context is the involvement of people with lived experience in the co-

production of items. Whilst this strengthens its use with English-speaking participants and 

native speakers in UK settings, it may also privilege idioms that become harder to translate 

and may not meet semantic and conceptual equivalence. 

Across interviews, participants’ interpretations drew on culturally situated idioms to make 

sense of dissociative experiences, particularly within the Unreality domain. Rather than 

viewing these items as subjective experiences of unreality as defined by Cernis et al. (2018), 

participants frequently filtered them through religious, political, moral, scientific and social 

frameworks). For example, "parallel world" was interpreted through the scientific concept of 

the multiverse, while descriptions of the world as “a joke” or “not real” were linked to the 

socio-politicalunfairness of the world or state violence in Iran. Furthermore, the “external 

world” was often framed through religious concepts, such as being referred to as "another 

world from this one" or as the afterlife.  A participant noted that this question might only 

resonate with religious people.  Others understood some of the unreality itemsas implying 

hallucinations or severe mental illness. These findings echo broader work on idioms of 

distress, which emphasises that people express and understand suffering using culturally 

patterned metaphors and narratives rather than purely diagnostic language (Nichter, 2010). In 

this study, translated items that lack specificity may be assimilated into more familiar 

explanatory frameworks by participants (e.g. “people are fake”, “this world is unfair”) that 

diverge from the intended construct of dissociative unreality. Following Nichter (2010), this 

paper understands idioms of distress not as diagnostic categories but as socially and culturally 

mediated ways of experiencing, communicating and articulating distress that take shape 

through metaphors, narratives and meanings in context. 
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A similar pattern was observed for items describing feeling nothing, the mind being “blank” or 

“empty”, or a more general absence of experience. Participants often treated these items as 

broad, vague and non-specific, noting that they could apply to different meanings, such as 

physical sensations, social relationships, mood or physical energy. In this context, items that 

lacked somatic or concrete relevance and instead relied on very general internal statements 

(e.g. “I do not seem to feel anything at all”) were experienced as “vague” or “meaningless”. In 

contract, the Vivid Internal World domain performed much better across participants as 

statements seemed more concrete and described an experience. The need for more concrete 

references and examples suggested by participants is consistent with cross-cultural work 

showing that distress is often articulated in more embodied, situationally grounded ways in 

many migrant and global majority groups (Lanzara et al., 2019). Participants drew on their 

own language to pin down the meaning, contrasting the translated wording with alternative 

terms they deemed more specific and suitable, and using metaphors to explain both the 

constructs and their misunderstandings. Taken together, these comments suggest that, in the 

absence of concrete or somatised meaning, participants fill in the gaps using their own 

interpretations, leading to multiple plausible interpretations. In this study, these 

interpretations often did not match the intended construct, which raises serious questions 

about the validity of the translated measure for this population. 

The findings of the present study contrast notably with those reported by Hosseini et al. 

(2025), who found good psychometric properties and validity of the Persian DEMO in a 

general Iranian population sample. These divergent results likely reflect substantial 

methodological and contextual differences between the two studies. Hosseini et al. (2025) 

adopted a quantitative approach using CFA with a large non-clinical sample. In contrast, the 

present study used an in-depth qualitative cognitive interviewing design with a small clinical 

sample. While Hosseini et al.'s (2025) adapting findings suggest satisfactory statistical 

performance of their version of a Persian DEMO at a population level, the current qualitative 

results reveal that several items are semantically, conceptually and culturally problematic for 

Persian-speaking refugees when used in clinical settings. Following completion of the present 

study, our Persian-speaking collaborator also compared the version of the DEMO used here 

with the Hosseini adaptation and noted significant discrepancies between the two, 

particularly in items describing unreality, which appeared to diverge markedly from the 

intended constructs in the original English measure. These differences highlight how 

contested and complex the adaptation of dissociation measures can be: translating and back-

translating a questionnaire is not sufficient to ensure conceptual equivalence. Rather, there is 
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a need for further work conducted within the Iranian context that explores the 

phenomenological experience of dissociation from the perspective of Persian speakers 

themselves. Hearing people’s own descriptions of dissociative experiences may provide a 

stronger empirical and cultural foundation for developing a culturally valid Iranian version of 

the DEMO or an alternative Persian measure that more accurately reflects local 

understandings and expressions of dissociation. This reflects a broader body of research 

suggesting that dissociative experiences cannot be universally defined without first exploring 

how a specific culture constructs selfhood (Şar, 2022; Seligman & Kirmayer, 2008). For 

example, while Western psychological frameworks often view the self through an 

independent and autonomous lens, many non-Western societies conceptualise the self as 

"relational, multiple, and context-dependent" (Hassen, 2026). Consequently, understanding 

how Persian populations navigate these constructs is crucial. Such a focus may clarify why 

'unreality' items which rely on a specific Western boundary of the self and how it relates to 

the world and others proved difficult for participants to interpret. This highlights the need of 

aligning clinical measures with local ontological and phenomenological understandings of 

reality, depersonalisation/derealisation and identity.  

From a measurement perspective, this raises questions about whether the Persian DEMO 

versions, particularly the Unreality, Numb and Disconnected and Memory Blanks domains, 

currently differentiates adequately between dissociative phenomena, religious concepts and 

other forms of distress, such as existential despair, social disconnection, and attentional or 

memory lapses. Our descriptive CI findings therefore suggest that future cross-cultural 

adaptation work may need to attend not only to semantic equivalence at the word or phrase 

level, but also to the ways in which items intersect with local idioms of distress and 

participants' experiences. This is further exemplified by the breadth of phenomena that are 

included in dissociative measures, including the DEMO, as these measures often operate to 

assess dissociative symptoms across a continuum of severity and not everyone will experience 

all these symptoms. The DEMO was designed to reflect “the broad range of experiences” 

associated with dissociation, with the involvement of SUs. This is particularly important in a 

field where there is no clear consensus on a single definition of dissociation and where its 

boundaries remain contested (Cernis et al., 2018). However, the DEMO domains differ in 

some respects from structured diagnostic interviews such as the SCID-D, which assesses 

depersonalisation and derealisation, dissociative amnesia, identity confusion, and identity 

alteration (Krause-Utz, 2025). In contrast, the DEMO does not include explicit categories for 

identity alteration or identity confusion. However, this may reflect differences in purpose. 
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Instruments such as the SCID-D are diagnostically oriented and are mapped onto DSM-5 

criteria to identify specific dissociative disorders.  Ultimately, these measures serve distinct 

clinical and psychometric functions as one aim to capture the breadth of dissociative 

experience, whereas the other is designed to identify specific psychopathology. This 

comparison demonstrates the broader diversity in how dissociation is conceptualised and 

operationalised within the field. 

Current literature conceptualises dissociation as a transdiagnostic phenomenon prevalent 

across a multitude of disorders, yet its precise definition remains a subject of ongoing debate 

(Cernis et al., 2021). This lack of consensus is reflected in the absence of NICE guidance for 

dissociative disorders, suggesting these phenomena remain clinically under-recognised 

(Loewenstein, 2018), an issue that also extends to cross-cultural understandings of 

dissociation. Although the core clinical symptoms of dissociation (amnesia, depersonalisation, 

derealisation, identity confusion and identity alteration) remain consistent across diverse 

cultures, they are interpreted through various definitions; with how they are express and 

conceptualise are often shaped by an individual's specific cultural, social and religious contexts 

(Sar, 2022).  For example, in many global majority cultures, "identity shifts" may be 

understood as trance states, ancestral communication, or spirit possession, whereas in 

western societies, these are often pathologised as "alters" (Hassen, 2026). Other cross-cultural 

dissociative presentations may include somatic symptoms (Hassen, 2026), as evidenced by the 

current research where more concrete items of the DEMOp representing somatic experiences 

or the presence of an experience were easier to understand. 

The phenomenology of dissociation is highly heterogenous, not only across cultures but also 

between individuals within the same cultural group, which makes their dissociative needs and 

ways they experience dissociative experiences to differ (Hassen, 2026).  While participants in 

this study shared an Iranian linguistic background, there were items that were interpreted 

differently both in comparison to how the measure intended and both within their own 

understandings. This suggests that cultural background is not the only predictor of how people 

understand these phenomena. Instead, an intersectional lens is required to understand how 

individual life histories, degrees of acculturation, how a person is positioned in society, and 

exposure to systems of power may shape personal phenomenologies of dissociation and 

different types of "internal fragmentation" or coping strategies (Hassen, 2026). For example, 

UK-based racialised populations may experience their heritage and dissociative distress in 

ways that differ markedly from populations in their country of origin (Hassen, 2026). Further, 
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although cultural understandings shape these concepts, what is viewed as pathological in the 

western world may be understood as meaningful in non-western cultures (Seligman & 

Kirmayer, 2008), yet even within cultures one person might experience dissociation through 

physical symptoms, while another in the same community might experience it as "spirit 

possession" (Sar, 2022). 

This study also has implications for translation procedures. Although the study followed gold-

standard guidelines for adapting the DEMO from English into Persian, it did not include an 

expert review panel, and a number of translation issues were still identified. The evidence 

from this study suggests that cross-cultural adaptations of abstract constructs such as 

dissociation requires involving bilingual translators and experts who are familiar with both the 

clinical concepts and the lived experiences of the target population. In line with cross-cultural 

survey methodology, the cognitive interviews revealed differences in naturalness of language, 

where items that were semantically accurate to the English source did not sound idiomatic in 

Persian (Miller et al., 2014). In some cases, the structure or expressions of the source items 

appeared to have been followed too closely, making the questions sound like translations 

rather than natural Persian sentences and shaping how participants interpreted them. 

Consistent with previous cognitive interviewing research, this study also identified problems 

that would not have been visible from the questionnaire alone (Andersen et al.,2014; Miller et 

al., 2014). Participants sometimes reported that an item was “easy” or “clear” and selected a 

response, but when asked to explain the item in their own words, their interpretations 

diverged markedly from the intended dissociation constructs. This pattern underlines the 

importance of respondent-based pre-testing for translated instruments, as self-reported 

understanding and psychometric performance can mask substantial problems in how items 

are actually comprehended (Knekta et al., 2019; Willis, 2015a). 

It is important to note that the data generated in this study were shaped by a three-way, co-

constructed process involving participant-researcher, participant-interpreter and interpreter-

researcher interactions. From a constructionist view (Charmaz, 2016), these findings are 

understood as co-produced interacting layers rather than being simply captured by the 

questionnaire as a neutral tool. First, participants interacted with the questionnaire, 

interpreting item wording as they tried to understand and interact with items based on their 

lived experiences. Second, participants’ meanings were negotiated with interpreters, who 

queried terms that “did not exist” in Persian, suggested alternatives and occasionally 

commented that the text read like a literal, “Google-style” translation, highlighting translation 
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as an active process of meaning-making rather than a neutral technical step. Third, 

participants interacted with the researcher, whose prompts, clarifications and clinical lens on 

dissociation shaped which interpretations were elaborated, which were taken up as relevant 

and how they were ultimately written into the analysis. In this sense, the questionnaire, 

participants, interpreters and researcher all participated in co-producing meanings of how the 

items were understood and how these items were culturally and contextually situated, rather 

than revealing a single, underlying construct. These findings underline the importance of co-

production with Persian-speaking clinicians, interpreters and people with lived experience to 

ensure that measures are ecologically valid and that their underlying conceptualisations are 

acceptable to insiders from different viewpoints. They also lay the groundwork for reparative 

phase of item revision, which may contribute to the development of culturally valid Persian 

dissociation measure for clinical samples. 

Strengths and Limitations 

A key strength of this study is that CI was conducted with the people most likely to encounter 

the DEMO in routine trauma services: Iranian participants with a refugee background referred 

to UK psychological services. Their perspectives shaped judgements about item functioning, in 

contrast to adaptations tested in student or general population samples (Hosseini et al., 2025; 

Ng & Chan, 2023). CI with monolingual Persian-speaking participants, supported by bilingual 

interpreters and a bilingual Iranian colleague, provided detailed information into how items 

sounded and worked in practice. However, although gold-standard guidance was followed, a 

formal expert review panel was not used, and several translation problems were only 

identified during CI. Evidence suggests that combining expert review with respondent-based 

methods is most effective for item development and adaptation (Susanto et al., 2023). Future 

adaptation work on the Persian DEMO should therefore include a structured expert panel 

alongside further rounds of CI to refine problematic items. 

The sample was small and drawn from a specific group of participants. In line with 

informational power (Malterud et al., 2015), the intensive, item-by-item focus and consistent 

patterns across interviews support the dataset's value for the study aims, particularly given 

the specificity of the sample and the insights into this group's perceptions of dissociative 

experiences. However, important perspectives are likely missing, including other genders and 

people with different migration journeys or service contexts and the findings cannot be 

assumed generalise to all Persian-speaking groups or Iranian communities elsewhere. 
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Information on trauma exposures, education and socio-economic circumstances was not 

collected, limiting interpretation of item performance across subgroups. 

A significant limitation is that the lead interviewer (VS) was a non-Persian speaker, and all 

interviews were conducted via interpreters. Interpreters were both necessary and enabling, 

allowing participant from individuals who would otherwise be excluded from English-only 

research and ensuring clinically relevant perspectives from the target population. Interpreter-

mediated interviews introduce an additional layer of co-construction, particularly when 

interpreters share cultural membership with participants. Despite briefing interpreters about 

the study aims and CI, and discussing unclear phrases before and after interviews, it was not 

always possible to determine precisely why an item lacked clarity or comprehension in 

Persian, and some nuances were likely lost or transformed. The study also benefited from 

collaboration and rapport. VS worked closely with a bilingual Iranian colleague and held an 

ambivalent insider/outsider position as an ethnic minority immigrant to the UK who shared 

some cultural similarities and bilingualism, particularly accent. Participants and interpreters 

sometimes perceived her as being from a similar region, which appeared to support trust and 

openness. However, this did not remove the power imbalance or fully offset the limitations of 

CI through interpreter. 

Finally, the study did not include a reparative phase of item revision or quantitative 

psychometric evaluation. The findings offer item-level insights into content and face validity in 

a small clinical sample rather than definitive evidence about the DEMO’s psychometric 

properties. Further research is needed to revise problematic items and examine reliability and 

validity in larger and more diverse Persian-speaking populations. A strength of the present 

study is that it captured how participants actually interacted with DEMO items, providing in-

depth qualitative data on understandings and misunderstandings and contextualising 

dissociative items through participants’ own meaning-making. 

Practical and research Implications 

Although item-level “repair” decisions were beyond this study’s scope, the pattern of 

problems identified has clear implications for clinicians and interpreters using the DEMOp in 

routine care. Given difficulties with comprehension, clarity and semantic equivalence, DEMOp 

scores should not be treated as straightforward indicators of dissociation for Iranian 

participants with a refugee background. Instead, the DEMO may be better used as a 
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structured prompt for collaborative discussion rather than a stand-alone screening or severity 

tool. 

In practice, this involves asking for concrete examples of endorsed items, exploring how 

individuals understand phrases such as “mind is blank” or “the world feels unreal”, and 

explicitly distinguishing dissociative experiences from other forms of distress. Attending to 

how unreality may be linked to state violence, unfairness or afterlife beliefs may help 

clinicians avoid over-pathologising culturally shaped experiences (Lanzara et al., 2018) or 

misdiagnosing dissociation. 

A practical step would be to develop, alongside interpreters and Persian-speaking clinicians, a 

brief guidance sheet to accompany the DEMO for Persian-speaking clients. This could clarify 

the intended construct behind key problematic items (e.g. “unreal”, “parallel world”, “mind 

blank/empty”) and suggest alternative Persian phrasings that preserve that construct. Such a 

shared resource could support more consistent interpreting and clinical use across services 

and be adapted for other language groups as similar work develops. 

Participants’ broader reflections also suggest that questionnaires alone can feel insufficient or 

frustrating when not embedded in meaningful, problem-oriented conversations. This 

underlines the importance of explaining why the DEMO is being used, how responses will 

inform care, and what follow-up will involve. Rather than simply handing over a questionnaire, 

clinicians may need to frame the DEMO as one tool within a broader, collaborative 

assessment process that makes space for the person’s priorities and links responses to 

concrete, context-sensitive support. 

Finally, future work should co-produce revisions with Persian-speaking clinicians, interpreters 

and people with lived experience to ensure ecological validity and cultural relevance. Research 

conducted within an Iranian context could explore the phenomenological experience of 

dissociation from the perspectives of Persian speakers and SU, developing a culturally relevant 

measure from the bottom up rather than adapting a questionnaire developed within a 

Western framework. 

 

Conclusions 
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This study used cognitive interviewing to examine the face and content validity of the DEMOp 

with Iranian refugees in the UK and identified substantial problems, particularly in the 

Unreality and Memory Blanks domains, with more mixed but still concerning performance in 

some Numb and Disconnected items. These findings show that gold-standard forward-

backward translation alone is not enough for adapting dissociation measures for this 

population; cognitive interviewing is needed to identify item-level problems and to support 

ongoing revision of items in collaboration with bilingual clinicians, researchers and 

communities so that measures are both linguistically and conceptually appropriate in 

multicultural settings. In addition, this exploration shows that the validity of a translated 

dissociation measure cannot be reduced to linguistic accuracy or statistical fit as it highly 

depends on how people from non-English-speaking backgrounds actively make sense of and 

interact with its items. These findings underline the need for co-produced, bottom-up 

adaptation and potentially the development of new, culturally grounded measures that 

emerge from Persian-speaking communities themselves, rather than relying solely on the 

secondary translation of tools developed in Western and/or English-speaking contexts. 
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Appendices 
Appendix 1.1: Prisma Checklist  
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Appendix 1.2: ENTREQ Checklist 
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Appendix 1.3: Search Terms and Search History (Conducted 26th June 2025) 
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Appendix 1.4: CASP Checklist  

https://casp-uk.net/casp-checklists/CASP-checklist-qualitative-2024.pdf 
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Appendix 1.5: Extract of reflexive journal entry / Bracketing (SR) 
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Appendix 1.6. Recurrence of Themes 

 



   

 

149 
 

 

 

 

 

 

 



   

 

150 
 

Appendix 1.7. Supplementary Detailed Version of Critical Appraisal 

  

https://osf.io/yzf5b 

 

https://osf.io/yzf5b
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Appendix 2.1: Ethical Approval Letter 
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Appendix 2.2: Managerial Approval 
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Appendix 2.3: Final approved MRP proposal 

https://osf.io/muvq9/files/3u64d 
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Appendix 2.4: Study Documentation 

 

Consent forms:  

• https://osf.io/muvq9/files/ejpr9 - English 

• https://osf.io/muvq9/files/agdvc - Persian 

Participant Information Sheet with Privacy Notice:  

• https://osf.io/muvq9/files/q3akc - English 

• https://osf.io/muvq9/files/wbhnj - Persian 

Participant Information Leaflet: 

• https://osf.io/muvq9/files/9u3es - English 

• https://osf.io/muvq9/files/w4gnr - Persian 

Consent to Contact: 

• https://osf.io/muvq9/files/ykmjt - English 

• https://osf.io/muvq9/files/6fdum - Persian 

Clinician Information Letter: 

• https://osf.io/nsy5q 

 

 

 

 

 

 

 

 

 

https://osf.io/muvq9/files/ejpr9
https://osf.io/muvq9/files/agdvc
https://osf.io/muvq9/files/q3akc
https://osf.io/muvq9/files/wbhnj
https://osf.io/muvq9/files/9u3es
https://osf.io/muvq9/files/w4gnr
https://osf.io/muvq9/files/ykmjt
https://osf.io/muvq9/files/6fdum
https://osf.io/nsy5q
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Appendix 2.5: CORE-Q 
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Appendix 2.6: DEMO 
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Appendix 2.7: Extract reflective notes  

Interview 1 – 14/05/2025 
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Interview 4 – 12/06/2025 
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Appendix 2.8: Topic Guide 

https://osf.io/n2vhx 
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Appendix 2.9: Data Availability Statement 

 

The study data cannot be shared for important ethical and privacy concerns. The data is of a 

highly personal nature and participants have not given consent for the study data to be shared 

with third parties. Interested authors should contact the named author for any information 

pertaining to study data. 

The study data cannot be shared for important ethical and privacy concerns. The data is of a 

highly personal nature and participants have not given consent for the study data to be shared 

with third parties. Interested authors should contact the named author for any information 

pertaining to study data. 
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Appendix 2.10: Codebook 

https://osf.io/muvq9/files/9gy4d 
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Appendix 2.11: Item-by-Item review 

https://osf.io/muvq9/files/2hpxu 
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