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Abstract 

This qualitative study focuses on experiences of welfare service professionals working 

with migrant families who have disabled children aged 6 to 16 years. Five professionals 

who work with migrant families in diverse settings of the welfare service system 

participated in the study. The professionals are employed by Reykjavík City, are of 

different ages, and have a variety of professional backgrounds and work experience. 

The data was gathered through semi-structured interviews conducted in English, and 

each lasted for about 60 minutes. The findings reveal two main categories: the 

challenges encountered by the welfare service professionals working with migrant 

families and recommendations for improving services to meet needs of migrant 

families. Findings also indicate that miscommunication and misunderstandings are 

common in professional-family interactions, and the involvement of interpreters 

complicates matters. Professionals also indicate that migrant families face barriers in 

accessing information and services.  Migrant parents also encounter many obstacles 

due to cultural differences, small networks and less access to information, resources 

and staff. 
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1 Introduction 

Over the last 20 years, Iceland has experienced large demographic changes, and since 

1998 the percentage of migrants has increased from 2% to 14.1% (Statistics Iceland, 

2019). These changes have required support systems to become competent in working 

with an increasingly diverse population (Egilson, Ottósdóttir & Skaptadóttir, 2020). 

Currently, there are gaps both in practice and literature regarding everyday experience 

of welfare service professionals in Iceland, such as how they manage to identify the 

needs of migrant families and the kind of resources they draw on when they encounter 

challenges in providing services and support. Research about welfare service 

professionals´ experiences of working with migrant families of disabled children in 

Iceland is particularly scarce. This was the inspiration for this study which focused on 

the experiences of welfare professionals within the city of Reykjavík. 

Welfare service professionals are faced with a range of challenges to serve 

culturally diverse migrant families, including families raising and caring for disabled 

children. This has led to heightened cultural concerns and interpersonal cross-cultural 

encounters (Lindsay, King, Klassen, Esses & Fellin, 2012). Welterlin and LaRue (2007) 

suggested that providing culturally competent services can be complicated and sensitive 

as differences in values, beliefs and perspectives can create obstacles in service 

provision. 

1.1 Selection of the study 

Selection of the research subject was inspired by my interest in issues that affect 

disabled children and youths from migrant families. The aim was to connect my 

previous studies and working experience as a social educator at Reykjavík city to the 

graduate programme in disability studies. Another inspiration relates to my migrant 

background. As a migrant who moved to Iceland from Zambia where services for 

disabled people are non-existent, I was initially fascinated by how disabled people are 

treated and respected in Iceland. Consequently, besides my work, I continued to learn 

about different situations of disabled people, and I felt it was relevant for me to attain 

professional knowledge about available services for disabled children. It is due to these 

reasons that my desire to learn was drawn to services, the individuals themselves and 

many other circumstances that affect migrant disabled children and youths, and their 
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families. This led me to write about professionals’ experiences and their opinions 

regarding how they provide services to migrant families with disabled children, since 

there is limited information on this subject in Iceland. It should be noted though that 

research conducted elsewhere has focused on professional points of view on serving 

culturally diverse families with disabled children. For example, the writings of Berlin, 

Johansson & Törnkvist, 2006; Lindsay, Tétrault, Desmaris, King & Piérart, 2014a; and 

Lindsay, Tétrault, Desmaris, King & Piérart, 2014b also served as inspiration for this 

study. 

1.2 The study at a glance 

This qualitative study aims to shed light on the experiences of welfare service 

professionals working with migrant parents of disabled children in Iceland. Special 

emphasis is placed on exploring what works well in the professionals’ opinions and what 

does not work so well. In addition, focus is put on exploring the extent to which 

professionals feel prepared for their roles and their key considerations when working 

with migrant families. 

The two research questions are: 

1. What challenges do welfare service professionals encounter when working with 

migrant families from culturally diverse backgrounds and their disabled 

children? 

2. In what ways do service professionals see room for improvements to better 

accommodate the needs of migrant families with disabled children? 

1.3 Importance of the study 

To my knowledge, no studies have been conducted about experiences of professionals 

working with migrant families of disabled children in Iceland. There is limited 

information about migrant families with disabled children and the types of services and 

support they receive for their children. Several studies have, however, focused on the 

experiences of native parents of disabled children and some have included the 

perspectives of professionals as well (Bjarnason, 2010; Egilson & Stefánsdóttir, 2014; 

Egilson, 2015 Ingólfsdóttir, Egilson & Traustadóttir, 2018). 
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In their recent studies, Egilson, Ottósdóttir and Skaptadóttir (2020) and Egilson, 

Skaptadóttir and Ottósdóttir (2019) investigated how migrant families of disabled 

children coped with their daily lives and in their encounters with the service systems 

that are designed to support them.   

The findings suggested the importance in considering communication, provision of 

information and cultural competence as salient factors in migrant family services, and 

also revealed different experiences and needs of the migrant families in relation to their 

participation and use of available resources. The study suggested a need for additional 

understanding of the intersection between disability and migration in family lives 

(Egilson, Ottósdóttir & Skaptadóttir, 2020; Egilson, Skaptadóttir & Ottósdóttir, 2019). 

Results of another Icelandic study that was conducted with Icelandic parents of disabled 

children highlighted discrepancies between the aims of welfare services and 

experiences of families with disabled children, and suggested that services were often 

fragmented and inflexible. Certain service components were inaccessible to meet family 

needs and the service system was inadequately prepared to implement inclusive family-

centred services (Ingólfsdóttir, Egilson & Traustadóttir, 2018). Furthermore, studies 

have shown that although parents value the services and support available to them and 

their disabled children, collaborating with the service providers puts pressure on family 

life and often creates additional stress for parents (Bjarnason, 2010; Egilson, 2015; 

Egilson & Stefánsdóttir, 2014). 

In light of these demographic realities described above, this research is important 

because to my knowledge nothing has been written about this topic from an Icelandic 

professional point of view other than Jósteinsson‘s (2016) Icelandic student fund 

innovation project which consisted of one focus group interview with Reykjavík city 

professionals. This study can contribute to the knowledge and understanding about the 

situation of migrant families regarding access to services; professional insights can 

facilitate this. 

1.4 Theoretical framework 

According to Berg (2015), migrant families are often systematically excluded from 

studies which concern disabled children, and similarly, disability is generally not visible 

in research on ethnic and migration issues.  Berg also reiterates that Nordic countries 
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lacked research addressing the integration of migrant families and disabilities, as there 

were few studies on families that belonged to double minorities (Berg, 2015). The 

recent Icelandic study that focused on experiences and viewpoints of migrant families 

with disabled children suggested a need for good communication with migrant families 

of disabled children and an understanding of the convergence of disability and 

migration in interactions and activities of families (Egilson, Ottósdóttir & Skaptadóttir, 

2020; Egilson, Skaptadóttir & Ottósdóttir, 2019). 

This study is framed within the Nordic relational approach (Tøssebro, 2004), which 

places emphasis on the interaction between individuals and their environments. As 

Traustadóttir, Ytterhus, Egilson and Berg (2015) suggest, there is a need for research 

where disability is defined in relation to the Nordic relational approach. The long-

standing Nordic perspective on disability (Goodley, 2011; Tøssebro, 2004; Traustadóttir, 

2009; Traustadóttir, Ytterhus, Egilson & Berg, 2015) will be further outlined in the next 

chapter. 

1.5 Thesis structure 

This thesis is divided into seven chapters. The first chapter introduced the study and the 

theoretical foundations on which it is based. The second chapter reviews different 

perspectives on disability and migration. This is followed by a discussion of human rights 

for people with disabilities in both historical and cultural contexts. The third chapter 

reviews past research studies within social, welfare and health care sciences written 

about professionals’ and family perspectives on services provided to migrant families 

with disabled children and youths. Chapter four explains the implementation of the 

study and outlines the methodology on which the research is based. The findings are 

presented in chapters five and six. In the final chapter, the findings are discussed and 

compared with other studies. 
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2 Perspectives on disability and migration 

This chapter introduces the different perspectives and understandings of disability and 

describes and identifies the roots of disability studies in section one. Section two 

focuses on the relational understanding of disability, which includes the Nordic 

relational understanding (Shakespeare 2013). The third section discusses the 

importance of human rights approaches on disability; in this section, services provided 

to migrant families with disabled children are briefly addressed in relation to the 

different perspectives of disability. 

2.1 Disability and different understandings 

This section reveals the different ways in which we understand disability and sets the 

parameters for our response to migrant families with disabled children, together with 

how they are viewed and affected medically, socially and economically. The meaning of 

disability has been understood in a variety of ways and its understanding matters, as 

this affects people’s interactions and expectations towards families of disabled children. 

For welfare service professionals, philosophical attitudes regarding disability discourse 

can have an impact on how they work and interact with migrant families of disabled 

children in the service system. 

Over the past years, medical, social and economic discourses have been used in 

providing different interpretations of the disability concept (Hedlund, 2009). The 

medical model views disability as an abnormality and individual tragedy that requires 

management by medical and rehabilitation professionals (Imrie, 1997). The medical 

perspectives were prevalent in western countries during the 20th century, and Oliver 

and Barnes (2012) state that despite the surge of interest in disability issues both 

politically and academically, most western countries still perceive disability as a 

personal tragedy, disease or defect. This medical understanding places the emphasis on 

physical and mental abilities of an individual, with intention to prevent and treat the 

impairments that affect them (Barnes and Mercer, 2005). This perspective traces its 

roots back to the sociologist, who in 1951 discussed disability as a disease or disease- 

related behaviour (Thomas, 2010). The goal of the medical understanding was to find 

treatment and, in the same context, disability was understood as a biological trait which 
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left individuals in need of assistance in order to remediate the effects of their 

impairments. 

Disabled persons were characterized with individual attributes of dependence 

and incapability: having an impairment was dependant on variations of society’s 

construction of what was considered corporeal normality (Areheart, 2008), whereas an 

institutional system was intended to separate disabled people from 

“healthy“communities. This was the focus of disability research, which put emphasis on 

genetic science that looked for ways to prevent genetic defects and prevention of 

impairments and, different ways for an individual to acquire normal life skills 

(Traustadóttir, 2003). The medical understanding also had an “economic twist” - 

viewing disabled persons as unable to be self-sufficient and productive as they require 

economic and social support. Ideas of disabled people being malevolent, deviant and 

victims of a personal tragedy also surfaced. 

In an article by Tøssebro (2013), ‘‘Two decades of disability research in Norway 

1990-2020“, he mentions that prior to the 1990s, medical perspectives dominated most 

research on disability.  These perspectives focused mainly on impairments and ignored 

lack of equality and participation as social problems. However, Tøssebro (2013) further 

stated that the understanding of disability has changed over time and since then, 

scholars have focused more on the social and cultural aspects, resulting in the term 

´disability´, being explained as the interaction of a person with impairments and the 

environment. 

The British social model, shaped by the Union of Physically Impaired Against 

Segregation (UPIAS) movement in the early 1970s, is the most radical and well-known 

model counteracting the medical understanding. The UPIAS suggested a redefinition 

and theorisation of disability, where a distinction was made between impairments and 

disability and where the emphasis shifted from the individual to the community (Oliver 

& Barnes, 2012; Priestly, 2003). Accordingly, a person is considered disabled by society 

and not his or her own body (Agmon, Sa‘ar & Araten-Bergman, 2016). The British social 

model was characterized by the struggle for civil rights and closure of institutions. As a 

result of the struggles, people living with disabilities in the Americas chose to view 
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disabled people as a minority and disability as self-understanding of individuals 

(Goodley, 2011). 

2.1.1 Disability studies 

Disability studies is a young interdisciplinary academic discipline rooted in the interests 

of disabled people who fought for opportunities to participate in their communities. 

(Goodley, 2016; Roulstone, Thomas & Watson, 2013). The goal of disability studies is to 

change the way society views disability and correct the assumptions about people with 

disabilities. Disability studies also attempts to change the notion of disability being a 

predominantly internal problem within the individual to seeing it as an environmental 

barrier and therefore a civil rights issue (Albrecht, Seelman & Bury, 2001; Vanhala, 

2010). The development of the discipline appeared as a response to medical attitudes 

towards disability because it was viewed as a disadvantage which affected a person, and 

such an individual needed treatment. The term ´disability´ is an integral part of the state 

in which an opinion is expressed and the way in which the community provides for 

disabled people (social constructivism). Disability studies derived from political origins 

and early theoretical formulations between the 1960s and 1970s, and it currently places 

questions on disability securely and squarely in the social world (Goodley et.al., 2012; 

Roulstone, Thomas & Watson, 2013). The development of the discipline is also traced 

back to important facts, namely that disabled people were marginalized and were not 

granted   the same opportunities as others in their communities. 

However, more recently, disability studies have focused on how society adapts to 

the individual’s or group’s needs rather than adapting the individual or group to society, 

where disability is considered a social construct. Environmental barriers such as 

attitudes, stereotypes, and lack of access to services and buildings contribute or have an 

impact on the creation of disability, as well as individual impairments (Traustadóttir, 

2006). In research studies conducted within disability studies, emphasis has also been 

placed on the lived experiences of disabled people. Disability studies continues to 

explore the meaning and types of consequences disability creates by specifically 

addressing obstacles encountered by disabled people, and the impact society has on 

disabled individuals (Traustadóttir,2009; Mikton & Shakespeare, 2014). 
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2.2 Relational understanding of disability 

The relational understanding of disability represents a grand idea for social inclusion of 

disabled persons in their communities (Goodley, 2011; Jackson, 2018; Shakespeare, 

2013; Tøssebro, 2004). It has relevance for this study as migrant families raising and 

caring for their disabled children are dependent on the context of how systems and 

professionals perceive the services and support provided to the families. Therefore, this 

section focuses on two prominent relational understandings of disability. 

2.2.1 The Nordic relational approach 

In Nordic countries, the understanding of disability has been closely related to welfare 

systems, with the emphasis towards equal opportunities for all citizens and civil rights 

for people (Goodley, 2011; Traustadóttir, 2009 & Ytterhus, Egilson, Traustadóttir & 

Berg, 2015). The Nordic relational perspective is different from the models discussed 

above, because it does not only focus on the individual with an impairment, but its 

interest was centred on the relationship between and individual and the environment 

(Goodley, 2011; Gustavsson, Tøssebro, & Traustadóttir, 2005; Traustadóttir, 2003, 2006 

& 2009). 

The origins of this understanding emerged following the normalization idea, an 

integration concept which was formulated in the 1960s by Bengt Nirje (Jackson, 2018). 

The ideology was a response to the denunciation of the institutionalization of disabled 

people because this went against the main premise of the Nordic welfare system on 

guaranteeing equal rights for all its citizens (Tøssebro and Kittelsaa, 2004; Traustadóttir, 

2009). Initially the concept of normal life mainly focused on individuals with intellectual 

disabilities and called for a situation where disabled people could lead lives that were 

mostly the same as others in the community (Nirje, 1972). The main goal of the normal 

life concept was not to change people with disabilities, but the environment, so that 

disabled people could live and fully participate in society like other citizens. For that to 

happen, there was a need for social change and new ideologies that focused more on 

the physical environment, such as buildings and access, than what had been done 

before (Margeirsdóttir, 2001; Tøssebro & Kittelsaa, 2004). 

The Nordic ideology was compiled and merged into one concept by Jan Tøssebro 

and other Nordic scholars, who analysed common ideas of disability into theories. 
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Tøssebro named this common approach the ‘Nordic Relational Model of Disability’ 

(Tøssebro, 2004). In relation to this model, Nordic countries discuss the relationship of 

disability and the individual in society and the environment, as the two are considered 

inseparable. As Tøssebro (2004) suggests, this approach can be divided into three main 

characteristics. The first characteristic is that disability is a person to environment 

inconsistency, entailing the relationship of an individual with impairments and his or her 

surroundings. Tøssebro (2004) stresses that when a person with impairments and the 

social environment do not relate to each other, often discrepancies arise. For example, 

when communities fail to recognize the diversity of people, they cannot promote 

equality and adjust the environment to accommodate needs of all citizens (Tøssebro, 

2004). 

In relation to this understanding, failure by the welfare service system to 

recognize diversity and not provide appropriate services to migrant families with 

disabled children can escalate the challenges families encounter because the service 

system does not adapt to their needs. The second characteristic of the Nordic relational 

model is that disability is situational or contextual, which indicates that migrant 

children’s impairments may or may not create challenges depending on the family life 

circumstances. To this extent, impairments become a disability because of the situation 

individuals find themselves in (Tøssebro, 2004). It can be assumed that in this study, 

migrant disabled children and their families fare better if they can access important 

information and resources and can easily navigate the service system. The third 

characteristic is that disability is relative, which depends on the definition of what is 

considered normal or unnatural in a society (Tøssebro, 2004). As an example, the 

number of individuals with intellectual disabilities differs in various countries, 

depending on the definitions of normal cognitive development. This example reflects 

that definitions of disability can be different and may vary because of social factors that 

influence how disability is perceived (Traustadóttir, 2003). 

However, although this understanding is common and significant in Nordic 

countries, it is possible to identify within the models´ scope different ideological policies 

that are characterized by an emphasis on the interplay between environmental factors 

and restrictions on human rights (Shakespeare, 2013; Tøssebro, Traustadóttir, Ytterhus, 
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Egilson and Berg, 2015). The model is in constant development and covers various 

factors, for instance the interplay of the environment and the individual, and does not 

consider one way as correct because human reality and needs are changing, as is the 

complexity of things (Gustavson, Tøssebro, and Traustadóttir 2005). The Nordic 

relational understanding and Nirje‘s (1972) normalization concept had a great impact on 

the organization of welfare services, practice and policies that govern issues concerning 

people with disabilities in Nordic and western countries (Margeirsdóttir, 2001; 

Traustadóttir, 2003 and Tøssebro, 2004). 

2.2.2 The Social relational approach 

As suggested by Shakespeare (2014), the social approach drew attention to economic, 

environmental and cultural barriers. From its inception, the social model opposed the 

medical view: this was a liberation for disabled people, and based on the social point of 

view, disability is created by society so this model posed a challenge for communities to 

change (Shakespeare, 2014). In relation to this study, the social relational model is a 

stage for pursuing services and support for migrant families because its logical basis 

conforms to the morality of inclusion, as the important issue of the social model, 

oppression, still exists. Based on the social perspective, the changing of communities 

implies an understanding of the impact of disability on migrant families with disabled 

children, identifying their needs without contributing to negative effects that often 

come about in the wake of categorization, classification and labelling in welfare 

services. 

According to Shakespeare (2014), it is important to acknowledge that disability is 

one part of the human complexity, reflecting different abilities and needs.  New social 

perspectives on disability have emerged, arguing that disability is created by various 

factors such as culture, economy, the environment and individual experiences. For 

instance, one new perspective is the human rights approach of disability that has put 

increased emphasis on human rights and on the work of disability activists, this has 

developed new understandings and ideologies of disability (Sigurjónsdóttir, Jakobsson & 

Björnsdóttir, 2013). 
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2.2.3 Human rights approaches 

In the past decade, major international treaties caused ideological changes towards 

individuals and groups of people with disabilities. In 1948, the United Nations created 

the Universal Declaration of Human Rights, together with the UN Charter, and this led 

to the formulation of various human rights. The act of signing or giving formal consent 

to human rights treaties committed states to being responsible for securing human 

rights and the enjoyment of human dignity for all its citizens (Assembly, 1948). Although 

the treaty may not be fully applicable to migrant families of disabled children as a 

vulnerable group in society, the rights of children are secured in two important treaties 

adopted by the United Nations General Assembly. 

These are the Convention on the Rights of the Child (CRC), adopted in 1989, and 

the Convention on the Rights of Persons with Disabilities (CRPD) of 2007. The CRC, as a 

legally binding treaty, sets out all civil, economic, political, social, health and cultural 

rights of children, and includes international recognition that all persons younger than 

18 years of age are independent and possess same full rights as adults (UNCRC, ed.). 

The Icelandic state signed the CRC in 1990, and it was ratified in 1992 (Lög um samning 

Sameinuðu Þjóðanna um réttindi barnsins nr. 19/2013). 

The Convention on the Rights of Persons with Disabilities was adopted by the 

United Nations General Assembly in December 2006 (CRPD, 2007) It was designed to 

safeguard human rights of disabled people (United Nations, 2007). Perspectives on 

human rights as reflected in the CRPD include three main concepts, comprised of 

human integrity, equality and respect or self-determination. Iceland signed the CRPD in 

2007 and ratified it in 2016 (Government offices of Iceland, n.d.), indicating their intent 

and commitment to implement the obligations of the treaty. In 2018, a new act 

regarding services for disabled people who have long-term needs for support was 

approved by the parliament (Act no. 38/2018 – Lög um þjónustu við fatlað fólk með 

langvarandi stuðningsþarfir (Act on services for disabled people with long-term needs 

for support)). These changes signify a critical turning point in the policy about services 

for disabled people in Iceland, with a much-anticipated shift towards the human rights 

principles of the CRPD. The Disabled Peoples’ Organizations are strategically using the 

CRPD in shifting the balance of power in relation to how disability policies and 
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regulations, such as No. 38/2018, are related to services for disabled people who have 

long-term needs for support (Löve, Traustadóttir, Quinn and Rice, 2017). 

In relation to my study, these regulations have considerable influence on the 

provision of services to migrant families with disabled children and parental voices. The 

UNCRPD, like the Nordic approach, also reflects a relational understanding of disability, 

for example on how individuals, groups and families with disabled children struggle. By 

recognizing human rights, it means disabled people are no longer regarded as unhealthy 

and abnormal compared to non-disabled persons. On the contrary, in line with the 

human rights approach, migrant families of disabled children are regarded as part of the 

multi-faceted human floral of this world, where the needs of their child are met on 

individual terms. The CRPD does not guarantee any new rights for disabled people than 

what has been provided previously by law and its goal is to demonstrate that changes 

are necessary to ensure that the rights of disabled persons are recognized (United 

Nations, 2007). Article 1 of the CRPD states: 

The purpose of the CRPD is to promote, protect and ensure that full and equal 

enjoyment of all human rights and fundamental freedoms by all persons with 

disabilities, and to promote respect for their inherent dignity. Persons with 

disabilitis include: those who have long-term physical, mental, intellectual or 

sensory impairments which in interaction with various barriers may hinder their full 

participation in society equally as others (CRPD, 2007). 

In relating the article above to this study, the understanding is that all human beings are 

valuable and equal irrespective of their disability, capabilities or contributions to 

society. Equality means that all people are equal and have equal access to 

opportunities. It demands that society treats all its citizens equally (Bjargardóttir, 2012). 

Therefore, it is the responsibility of states to eradicate societal barriers and 

accommodate the different needs of individuals. The CRPD offers new interpretations 

to prominent international human rights terms like dignity, autonomy, security, 

independence and liberty (Kanter, 2014). 

The definition of disability plays an important role as the prevailing understanding 

provides ways to new understandings (Egilson, et al., 2015). Article 1 of the CRPD 

defines disability and disabled persons are categorized in three groups based on their 

different impairments: those with permanent impairments, their interaction with 

barriers in their surroundings, and environmental attitudes that hindered their full and 
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effective participation in their communities like others (CRPD, 2007). Degener (2016) 

discussed the ideologies of understanding disability through the CRPD which is based on 

the modern equality concept that has evolved over various phases of equality law with 

different opinions of equality. According to Lid (2014), the universal declaration of 

human rights theoretically and practically uses the relationship concept to define 

disability, as it involves a person, interaction and barriers. 

Human rights are what every individual in the world has because he or she is a 

human being. The individual thus has certain rights and the state has certain 

responsibilities. Human rights are essential in preserving values of each individual and 

enable him or her to live with and enjoy human rights. Human rights have traditionally 

been examined from legal, political and moral understandings. Legal rights include the 

rights defined in the charters and international conventions and statutes signed by 

governments. In terms of political understanding, these are rights considered desirable 

to secure people but are not legal rights. In terms of the moral understanding of human 

rights, all people are independent of circumstances such as social type or economy. 

People generally agree on these human rights in society. Legal human rights are 

probably the simplest and most used when discussing human rights. They are also most 

often resorted to if there is a disagreement regarding political or moral human rights 

(Icelandic Human Rights Centre, ed.). 

2.2.4 Legal frameworks affecting the rights of children with disabilities 

The Convention on the Rights of the Child (CRC) recognizes that disabled children should 

have the same enjoyment of human rights and fundamental freedoms as other children, 

as well as obligations undertaken by States. The CRC defined rights of all children to 

access services; these rights are specifically explained in article 2, which deals with 

equality regulations and specifically states that no child shall be discriminated in society. 

State parties shall respect and ensure the rights set forth in the present Convention 

to each child within their jurisdiction without discrimination of any kind, 

irrespective of the child´s or parent´s race, color, sex, language, religion, political or 

other opinion, national, ethnic or social origin, property, disability, birth or other 

status (CRC, ed.; Lög um Sameinuðu þjóðanna um réttindi barnsins nr. 19/2013). 

Article 23 of the CRC recognizes that both mentally and physically disabled children are 

entitled to enjoy a full and decent life and in circumstances that uphold their dignity and 
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promote their active social participation in their communities. The second part deals 

with the recognition of the right of disabled children to special services and that the 

child is taken care of using whatever resources are available. The third section deals 

with the provision of free support and services for a disabled child and considers the 

financial resources of a child’s family. Therefore, article 23 aims to ensure that every 

child has access to and receives education, training, health care services, rehabilitation 

services and recreation opportunities and, in the spirit of international cooperation, 

appropriate information should be exchanged in the field of medical, health care, 

psychological and functional treatment of disabled children (CRC, ed.; Lög um 

Sameinuðu þjóðanna um réttindi barnsins nr. 19/2013). Hence, it is the state’s 

responsibility to ensure prevention of barriers and to guarantee equal rights for all 

citizens without discriminating, thereby promoting full participation for people with 

disabilities (Sigurjónsdóttir, Jakobsson & Björnsdóttir, 2013). 

The CRPD (2007) further recognized and stressed the rights of disabled children, 

particularly article 7, Children with Disabilities, which states that: 

State parties shall take all necessary measures to ensure full enjoyment by children 

with disabilities of all human rights and fundamental freedoms based on equal 

basis with other children; In all actions concerning children with disabilities, the 

best interests of the child shall be a primary consideration, and State parties shall 

ensure that children with disabilities have the right to express their views freely on 

all matters affecting them, their views being given due weight in accordance with 

their age and maturity, on an equal basis with other children, and to be provided 

with disability and age appropriate assistance to realize that right. 
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3 Welfare services for migrant and native families with disabled children 

Community and public attitudes facilitate the formulation of laws and regulations which 

have an impact on the provision of welfare services to disabled people in the 

community (Traustadóttir, 2003). This includes children, youths and adults with 

disabilities. Berg (2015) states that migrant families have often been systematically 

excluded from the research concerning disabled children. Therefore, in this study it is 

relevant to shed light on the main aspects known about the situation and the lives of 

migrant families who have disabled children. 

In this chapter, the first and second sections address what is known about migrant 

families and native families with disabled children in general, in relation to welfare 

services. The types of services available to both migrant and native families are briefly 

discussed, followed by synthesized knowledge from previous research studies in the 

third section. In the last section the focus is specifically on what is known about 

professional and family perspectives when working with migrant parents of disabled 

children, including what professionals consider as relevant to these families. 

3.1 Native families and disabled children 

The severity of disability or type of family are not major factors that affect how families 

of disabled children experience and cope with their situations; instead, there are other 

elements that have much to say about families, such as ethnicity, religion and culture 

(Ferguson, 2001). Although families may be diverse, Stalker and Connors (2005) state 

that a family is very important in the lives of all children, especially disabled children 

who are often more dependent on their parents and siblings. In a study by Snæfríður 

Þóra Egilson and Sara Stefánsdóttir (2014), they mentioned that families with disabled 

children were different because of factors such as education, economy, number of 

family members, cultural attitudes and support they get in their communities. Studies 

conducted in Iceland have put much emphasis on the lives and situations of families 

with disabled children (e.g. Bjarnason, 2010; Egilson & Stefándóttir, 2014; Egilson, 

2015). 

Overall, studies have revealed that families with disabled children face more 

challenges in coping with their daily lives and circumstances when compared to families 

who have non-disabled children (Caldin & Cinotti, 2018; Fladstad & Berg, 2008; 
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Tøssebro, Paulsen and Wendelborg, 2014). Egilson and Stefánsdóttir (2014) examined 

the scope to which parents and professionals perceived services as family centred. The 

study findings reported that, it was generally true that parents regarded services as 

being family centred from a “fairly good” range to a “lesser extent”. Furthermore, 

overall satisfaction with services was reported among parents because they 

experienced considerate and supportive attitudes and easily accessed service 

professionals. However, despite their satisfaction, parents also mentioned problems 

they faced, such as shortage of information due to lack of clear communication 

channels, unequal working methods and difficulties to access information (Egilson & 

Stefánsdóttir, 2014). 

3.2 Migrant families and disabled children 

Studies have suggested that, migrant families with disabled children encounter 

additional difficulties because of their migrant status complexities, when compared to 

native families (Berg, 2015; Caldin & Cinotti; 2018; Kramer-Roy, 2012). Migrant families 

of disabled children are affected by various factors and, in the light of increased 

multiculturalism in most countries, research on this topic is increasing (Berg, 2015; 

Flastad & Berg, 2008; Thomas, 2014). In a recent review article, Caldin & Cinotti (2018) 

state that migrant families with disabled children experience twice as much stress which 

is caused by two factors: communication of identifying disabilities in their children and 

stress linked to their migrant status. A common effect of the two circumstances, birth or 

diagnosis of a disabled child and migration, is that it increases reduction of informal and 

social networks among migrant families and individuals, as well as, other challenges for 

families (Caldin & Cinotti, 2018). These findings are in line with those of a recent 

Icelandic study conducted by Egilson, Skaptadóttir & Ottósdóttir, 2019, in which they 

examined daily lives and situations of migrant families with disabled children and their 

communications with the service system. Findings revealed varied experiences of 

families, difficulties comprising of lack of language skills, isolation and lack of social and 

family networks and housing uncertainties, employment and finances (Egilson, 

Skaptadóttir & Ottósdóttir, 2019). For migrant parents, having limited knowledge and 

understanding of disability, low levels of language proficiency and inadequate service 

systems that fail to consider their different cultural and language needs increases 
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barriers for them to access services.For example, previous studies revealed obstacles 

such as having service systems that do not provide sufficient information about services 

in languages that families understand (Fellin, King, Esses, Lindsay & Klassen, 2013; 

Khanlou et al. 2017; Kittelsaa, 2012; Lindsay, King, Klassen, Esses & Stachel, 2012; 

Söderström, 2014). These difficulties are caused by inadequate service systems and 

language problems and, are often related to migrants’ lack of knowledge and 

understanding of disability, hardships in navigating the system as it is foreign to them. 

This has great impact on accessing the required information and services. Besides 

migrant parents not being knowledgeable about the service system, another key barrier 

is when service professionals may not have adequate understanding of family needs, 

and consequently, might not consider them (Berg, 2012; Kittelsaa, 2012; Lindsay et al., 

2014a). 

As reported in other studies, different family cultures and experiences from 

countries where migrant families come from can influence their expectations and 

recognized needs for support in their new communities (Berg, 2015; Fellin, King, Esses, 

Lindsay & Klassen, 2013; Lindsay et al., 2012). Additionally, cultural differences 

influence how migrant families understand and cope in their new communities and this 

is unquestionably different between cultural groups (Kramer-Roy, 2012). Hence, it is 

important for professionals working with migrant families to consider what it means for 

them to have a disabled child, and how this is understood in different cultural worlds. 

The study by Egilson, Ottósdóttir and Skaptadóttir (2020), which examined daily 

experiences of three migrant mothers with disabled children and their encounters with 

the Icelandic service systems, reported diverse positions and needs for the parents in 

relation to participation and use of resources based on their social and cultural capital. 

The authors called for further research and understandings that take into consideration 

the overlapping variables of migration and disability in family lives (Egilson, Ottósdóttir 

& Skaptadóttir, 2020). 
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3.3 Families and professional perspectives on services to migrant families 
with disabled children 

Several research studies on experiences of professionals who have worked with migrant 

families have been conducted elsewhere. This section discusses synthesized knowledge 

derived from multiple different studies conducted outside of Iceland, particularly on 

professionals and family perspectives regarding provision of welfare services to migrant 

families raising and caring for disabled children. Emphasis is put on both professional 

and migrant family perspectives 

3.3.1 Professional perspectives 

In a study conducted in Birmingham, Fazil, Bywaters, Ali, Wallace & Singh (2002) 

examined circumstances of twenty Pakistani and Bangladesh families’ material 

situations, use of formal services, informal care arrangements and parental aspects of 

social and psychological well-being. The families had one or more severely disabled 

children, and researchers used semi-structured interviews and questionnaires to gather 

data. The findings revealed how policy issues affected operations because migrant 

families were not informed of the family fund and lacked understanding of the support 

application process due to language barriers. Professionals also faced difficulties in 

accessing information about migrant families with disabled children from fund books, 

which contributed to administrative problems during the processing of family support 

applications, coordination and provision of services. Lack of manpower was another 

major obstacle faced by professionals and the study suggested a need for more training 

of staff, if reliance on one trainee social worker was to be avoided (Fazil, Bywaters, Ali & 

Singh, 2002). These findings are consistent to those of Khanlou, Haque, Sheehan and 

Jones (2015) in their study, which examined service providers’ perspectives on 

challenges migrant mothers encounter regarding access to services and social support. 

Among service providers who work with migrant families, there is recognition of 

challenges these families face in relation to their migrant status (Khanlou, et al., 2015; 

Jennings, Khanlou & Su, 2014). 

Lindsay, Tétrault, Desmaris, King & Piérart (2014) conducted a qualitative study 

using individual interviews with 17 occupational therapists from two paediatric 

rehabilitation centres in two Canadian cities. The study explored how occupational 
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therapists as as cultural brokers in working with immigrant families raising a disabled 

child. Participants reported, among other things, cultural and social-structural 

constraints in providing culturally sensitive care to immigrant families, the challenges 

they faced due to lack of independence among immigrant disabled children, and non-

participation of parents in decision making for care of their children. This led to 

difficulties for professionals to understand children’s abilities and needs. Language 

barriers, lack of access to information about families and use of interpreters were other 

challenges, including gender relations in some families where only one parent was 

expected to make decisions for the child’s care. Social-structural constraints due to lack 

of training among professionals in how to work with families with diverse cultural 

backgrounds affected their capabilities, as most of them felt unprepared to provide 

culturally sensitive care. For example, one participant mentioned that she did not attain 

any formal education regarding cultural things and required building relationships with 

immigrant families (Lindsay, Tétrault, Desmaris, King and Piérart, 2014). 

King, Desmaris, Lindsay, Piérart and Tétreault (2015) conducted a qualitative 

study using data collected from 42 therapists (10 social workers, 16 occupational 

therapists, 16 speech language pathologists) from two Canadian cities of Toronto and 

Quebec. The study explored professional experiences and viewpoints when working 

with immigrant parents of disabled children, as this requires the practice of culturally 

sensitive care such as requirements for practice, such as client engagement and 

effective communication. Data analysis revealed themes which included the importance 

and nature of effective communication and client engagement in service delivery 

involving immigrant parents. The findings reported the importance of effective two-way 

communication because it provides mutual understanding required by therapists to 

engage parents in intervention processes, as well as engagement strategies which 

therapists could use to engage immigrant parents. The author concluded that these 

findings can be applied during welfare service provisions, as engaging families in 

collaborative relationships with attention drawn to their specific situations is a general 

principle of good quality family centred care (King, Desmarais, Lindsay, Piérart & 

Tétreault, 2015). 
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In a Swedish study by Berlin, Johanson and Törnkvist (2006), the researchers examined 

working conditions and cultural competences of Swedish Primary Child Health Care 

(PCHC) nurses who interacted with migrant children and parents. The study included 

opinions of nurses and focused on their interaction with migrant children and their 

parents. Participants were 270 PCHC nurses from Stockholm county. Findings revealed 

dissatisfaction with work conditions, quality of healthcare work and lack of written 

guidelines and support among PCHC nurses. For many nurses, they experienced 

difficulties in interacting with migrant children and parents at different levels, especially 

when migrant numbers increased in proportion to the general population. Due to this, a 

heavy health care and social workload was created for PCHC nurses and made it difficult 

for them to easily provide primary child health care to migrant families. Research 

findings further showed that, lack of cultural competency frustrated professionals 

during interactions as most of them were not trained and they felt that their formal and 

clinical cultural competence was not adequate. This made it hard for professionals to 

interact and provide services to children and parents with diverse values, behaviours 

and beliefs. As an example, professionals were not sure whether parents fully 

understood the healthcare advice provided to them using interpreters (Berlin, Johanson 

& Törnkvist, 2006). In relation to this study, implementation of services had a major 

impact on the lives of disabled children, and the authors concluded that lack of direct 

communication with families about care services can have an impact on disabled 

children’s quality of life. They also stressed the importance of getting opinions when 

working directly with these families in diverse settings of the welfare and social 

departments. 

3.3.2 Family perspectives 

The combination of disadvantaged conditions and difficulties in accessing services have 

been highlighted in previous studies on migrant families with disabled children 

(Bywaters, et.al., 2003; Fazil, Bywaters, Ali, Wallace & Singh, 2002; Khanlou, et. al., 

2017). The findings of these authors are in line with studies reporting that families of 

disabled children from ethnic backgrounds face barriers comprised of limited access to 

services and lack of support.  
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Fellin, King, Esses, Lindsay and Klassen (2013) conducted a qualitative interview study 

with five migrant parents raising disabled children in order to examine barriers and 

facilitators to access and use of health and social services, particularly with a view to 

understand specific family needs and experiences about care. The results revealed 

varied perceptions of disability and health care, with parents facing a lot of barriers to 

access social and health services, family centred services and, formal and financial 

support. The findings of this study are consistent with other studies which examined 

barriers encountered by minority families (Söderström, 2014; Khanlou, Mustafa, 

Vazquez, Haque and Yoshida, 2015; Khanlou, et al., 2017). 

Bywaters, Ali, Fazil, Wallace & Singh (2003) state that religious-based attitudes and 

explanations of having a disabled child occasionally led to lack of utilizing social and 

health services by ethnic minority families in the United Kingdom. This study explored 

whether negative stereotypical views which service providers and professionals held 

about minority ethnic communities regarding care and attitudes to disabled children 

had foundations based on truth. Nineteen families, comprising of 14 Pakistani and 5 

Bangladesh families, were interviewed. The results reported the situations of families’ 

understandings of what caused their children’s impairments, together with whether 

they experienced stigma, shame and whether these factors had impact on them in 

service uptake and expectations. While religious beliefs did not inform the ways in 

which some families conceptualized their experiences, the families’ attitudes were 

complex and varied. There was little evidence that religious beliefs and associated 

attitudes other than institutional racism had resulted in the low levels of service 

provision which the families experienced prior to the advocacy service. 

Söderström (2014), interviewed eight minority parents with disabled children aged 

5-12 and six healthcare professionals in Norway, in order to investigate how gaps in the 

Norwegian welfare system affected minority families with limited skills in Norwegian 

and healthcare professionals. Main challenges faced by minority families included 

linguistic difficulties, expectations and assumptions which were taken for granted, and 

culture-bound services. As a result of language problems and stereotypical assumptions 

within the Norwegian healthcare system, the needs of minority families were not 

effectively met compared to native families. 
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The study suggests that problems faced by minority parents contribute to differences 

among families and are not closely associated to Norway´s public policy. The study 

further highlighted that decision making relating to services should be made based on 

assumptions that families understood what they were told. In addition, challenges these 

mothers faced were communication and language difficulties, stereotypical 

assumptions and expectations about minority parents to a culture-bound and fixed 

service system, which made it difficult for many minority parents to access healthcare 

services (Söderström, 2014). 

Khanlou et al. (2017) used qualitative methods to examine access barriers by 

interviewing 21 migrant mothers with autistic children from ethno-cultural backgrounds 

in Canada, and data was analysed in relation to House‘s (1981) four dimensions of 

support (structural support, instrumental, emotion and perspectives). The findings 

revealed that migrant mothers encountered both structural and instrumental support, 

for example diagnosis delays for their children as services were dispersed and 

fragmented and they experienced problems in navigating the system due to lack of 

information. It was further highlighted that mothers were disadvantaged because 

services were poorly funded, service professionals were unaware of family needs, 

families were isolated because of stigma, and there was a lack of social ties. These 

findings are in line with those of other studies, suggesting a need to address inequalities 

within the context of access to services (Fazil, Bywaters, Ali, Wallace & Singh, 2002; 

Fellin, King, Esses, Lindsay & Klassen, 2013; Khanlou et al., 2017). Concerning social 

support, lack of knowledge and barriers, other studies have focused on examining 

perceptions of migrant families who experience problems of being misunderstood by 

service providers (Fellin, King, Esses, Lindsay & Klassen, 2013; Jennings, Khanlou & Su, 

2014). 

In a Canadian literature and policy review, Jennings, Khanlou and Su (2014) 

investigated how migrant mothers perceived support needs for their children. The 

findings reported that care for disabled children was highly gendered, as mothers held 

major roles of parenting and caregiving. Findings suggested varying perceptions of 

support and problematic behavioural indicators in disabled children linked to 

depression in mothers. The study suggests that migrant mothers needed more support, 



30 

as well as access to opportunities for socialization and guidance to access services, 

because they were doubly marginalized for being migrants and for having a disabled 

child (Jennings, Khanlou & Su, 2014). 

Much of the literature about minority parents who have disabled children focuses 

on the experiences of the mothers. In a narrative literature review, Khanlou, Mustafa, 

Vazquez, Haque & Yoshida (2015) examined experiences of immigrant fathers raising 

children with developmental disabilities in a Canadian context. Thirty-nine articles were 

reviewed on stressors and barriers in accessing health services, and similarly an 

intersectional approach was used with House’s (1981) four dimensions of social 

support, also used by Khanlou et al. (2017). The study findings identified four categories 

of challenges the fathers faced, which included social economic barriers, social isolation, 

cultural barriers, changing gender roles, language, and common sources of stress 

caused by economic aspects, stigma and negative perceptions. Recommendations from 

the review suggested a need to address income inequalities, improve access to social 

and developmental services, improve cultural sensitivity of healthcare, developmental 

and social services, and increase the participation of fathers. There was also a need for 

better systematic understanding of migrant fathers’ experiences, and at the same time 

to take into consideration their multiple social locations due to double marginalization 

and being a double burden because of their migrant status. 
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4 Methodology 

In this chapter, I provide an overview of the research, design and implementation, 

ethical issues and analytical framework. In section one, research objectives are 

discussed. Section two is about the qualitative research methods, general 

characteristics and design.  The third section introduces the participants, and section 

four clarifies how the research was implemented, that is, how data was gathered and 

analysed. The last section reflects on ethical issues which arose in relation to the 

research and limitations of the study. 

4.1 Research objectives 

The aim of the study was to shed light on the experiences of welfare service 

professionals working for the Reykjavik municipality and migrant families who have 

disabled children aged 6-16 years of age. An emphasis was placed on illuminating what 

worked well in the professionals´ opinions and, what did not. Also, to shed light on their 

key considerations when working with migrant families. 

This study sought to answer the following research questions: 

1. What challenges do welfare service professionals encounter when working with 

migrant families from culturally diverse backgrounds and their disabled children? 

2. In what ways do service professionals see room for improvements to better 

accommodate the needs of migrant families with disabled children? 

4.2 Research design 

This research is based on qualitative methods which focus on the understanding of 

people´s experiences. The goal of qualitative research is to explore and get in-depth 

opinions from participants in order to gain an understanding of their attitudes, 

situations and experiences (Creswell, 2013; Dawson, 2002; Creswell & Poth, 2017; 

Hennink, Hutter & Bailey, 2012). Data are typically collected in peoples’ natural 

environments where the research is focused (Bogdan & Biklen, 2007; Creswell, 2013; 

Hennink, Hutter & Bailey, 2012). According to Braun and Clarke (2013), this enables the 

researcher to approach knowledge from the standpoint of participants and to 

understand the interpretations and meanings they accord to their environments, to 

other people, their interactions and themselves. Qualitative research is also often 
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carried out to understand processes, like how people react to different situations, make 

decisions, cope with difficult conditions, or work out their emotions or feelings. Gibbs 

(2007) states that researchers, as members of the subject being studied, are significant 

to the research process, both in terms of their personal experiences of the study topic 

and their personal presence as researchers. 

Qualitative research is used in social, political, cultural and educational contexts in 

which people act and live. The strength of qualitative designs is that they provide an in-

depth understanding of the meanings people ascribe to their experiences of research 

topics, and thus provide the human side of certain issues which may include behaviours, 

beliefs, opinions and emotions (Hennink, Hutter & Bailey, 2012). 

In qualitative research, semi-structured interviewing is a skill used when 

interviewers gather data to explore interviewees’ perspectives on specific topics. These 

types of interviews have been described as conversations that create knowledge, where 

meanings and knowledge are jointly created in locations where interviews are 

conducted. The use of semi-structured interviews is also based on the premise that both 

the interviewee and interviewer are engaged in a face-to-face conversation, and that 

they both directly discuss the topic under review. This is important, because a semi-

structured interview guide prompts the data collection, involves an open dialogue, 

motivates the interviewee to tell their story and rapport is established between the 

interviewer and interviewee (Hennink, Hutter & Bailey, 2012). 

Since my research focus was on an underexplored topic in its entirety, the use of a 

qualitative design which drew on interviews was an appropriate methodology. A 

qualitative design was chosen in order to shed light on the role welfare service 

professionals can play, not only as being members of the welfare service system, but 

also because of their responsibilities to advise and support migrant disabled children 

and their families within Iceland. Therefore, I endeavoured to understand welfare 

service professionals’ experiences regarding the provision of services and support to 

migrant families and their disabled children. 

4.3 Recruitment of research participants 

Five welfare service professionals were recruited for this study by purposeful sampling. 

Initially, I contacted the Quality and Research Manager from Reykjavík city who sent my 
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letter of intent to conduct the study (Appendix C) to professionals in the city´s welfare 

department, whom she thought would be willing to be interviewed. Unfortunately, this 

letter of intent did not provide any responses. Consequently, I sent the letter to specific 

employees working in different welfare service settings, whose names were given to me 

by the city´s Quality and Research Manager. I also continued to contact different 

professionals using my personal networks. In the spring of 2018, some eligible people 

responded and were willing to participate. In return, I contacted them by phone and 

sent them the letter of introduction and informed consent (Appendix D). 

The main inclusion criteria for participation in the study was that professionals 

worked directly with migrant disabled children and their families. Effort was also made 

to choose experienced professionals, of different ages and variations in work 

experiences and professional backgrounds. Participants had to have knowledge and 

experiences that were relevant to my study. This technique is useful in identifying and 

selecting information of rich cases related to the area of research interest (Patton, 

2002). 

Furthermore, by using informal networks through my work as a social educator, I 

also managed to recruit additional welfare service professionals who were interested in 

the topic, were willing to participate in the study and communicated their opinions and 

experiences in a reflective and articulate manner. The participants had a professional 

background in either social work, social education, psychology or education. To 

maintain confidentiality and anonymity, all participants were assigned pseudonyms. 

Gerður 

Gerður is in her forties and has worked for more than five years in the service system of 

Reykjavik City as a counsellor on issues that relate to disabled persons. 

Guðrún 

Guðrún is in her forties and works as a counsellor on issues concerning disabled people. 

Her work experience with disabled people spans from the 1990s in different 

municipalities in Iceland. She currently works with both native and migrant families of 

disabled children. 
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Snædís 

Snædís is in her thirties. She works in the welfare service centre and for more than 10 

years she has worked with both native and migrant families. 

Sigríður 

Sigríður is in her forties and works in the service centre. Her work involves support to 

both children and adults with disabilities and their families, including families from 

culturally diverse backgrounds. She has been working for the city for three years. 

Bryndís 

Bryndís is in her thirties and is manager at a respite care facility. She has been working 

for Reykjavik city for eight years. 

All the participants willingly participated, shared their views and experiences with 

interest and conveyed that this was an important research topic. 

4.4 Data collection 

To prompt the data that I wanted to get from the welfare service professionals, I used 

semi-structured interviews (Hennink, Hutter & Bailey, 2012; Kvale & Brinkmann, 2009; 

Morris, 2015). Data were gathered between November 2018 and the spring of 2020. As 

suggested by Lichtman (2012), natural surroundings are preferred when talking to or 

observing people. Accordingly, some of the interviews were conducted in the 

participant’s offices or comfortable places of their choice. 

One of the participants was interviewed twice, thus altogether six interviews were 

conducted, each lasting between 60-80 minutes. I recorded all interviews on my phone 

with the participants´ approval, and saved them to my computer, for later analysis. The 

interviews were all conducted in English, using an open-ended interview guide 

(Appendix E) with further detailed probes and prompts. The interview guide was 

designed to explore professional perspectives and informed by published literature, 

particularly on how to work with migrant families of disabled children and my own 

experience of work with native families who have disabled children in Iceland. The 

interviews were transcribed shortly after they took place. I personally transcribed the 

interviews, listened to all interviews more than twice and at times edited my 
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transcriptions. I also re-read my transcripts each time I needed to clarify something 

throughout the research process. 

4.5 Data analysis 

According to Bailey (2008), the first steps in analysing qualitative data is to transcribe 

the data from spoken words into written form, while Hennink, Hutter & Bailey (2012) 

state that qualitative data analysis is the process of deep involvement with data, 

through which researchers can identify and interpret experiences of study subjects. 

For this study, I used inductive analysis and worked in line with the main 

characteristics of the grounded theory procedures (Charmaz, 2014). I read carefully 

through the interviews in order to identify important keywords and sentences through 

initial coding.  I then used the constant comparison method to compare data with data, 

experiences with experiences and processes with processes that would help me shed 

light on the topic under study and were in line with my research questions. I was not 

only interested in noticeable patterns, but also in the translation levels and whether 

they complemented the analysis level, because if the data focused on provision of in-

depth descriptions of knowledge, attitudes and experiences of individuals or text 

deemed relevant to the study, everything needed to be included in the transcripts. The 

analysis revealed two main categories, each divided into a few sub-categories, and will 

be presented in the next two chapters. 

4.6 Ethical issues 

The quality of research depends on the investigator’s ethical responsibility and relations 

towards interviewees (Kvale & Brinkman, 2009). In qualitative research, findings are 

always influenced by the investigator’s subjective judgement to some extent as well his 

or her experiences, as researchers have a tendency of becoming subjectively immersed 

in the phenomena being studied and described. Thus, research should meet certain 

requirements for possible moral and ethical issues that may arise during preparation to 

conduct research. Sigurður Kristinsson (2003) highlights that researchers need to be 

aware of their responsibility and be honest throughout the research process. Taking 

into consideration that my research was about experiences of professionals servicing 

migrant families with disabled children, I was self-aware of the importance and  
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sensitivity of the research topic and, effort was made to conduct the interviews in a way 

that participants felt safe to share their stories and experiences. 

Informed consent 

All participants were informed of the research by the letter of introduction.  A letter of 

consent was obtained from all participants to confirm their willingness to participate in 

the research. The letter of consent informed the participants of their right to refuse 

participation, the extent to which confidentiality would be maintained, and the 

potential use of the data obtained from them. Participants were also informed that 

participation was voluntary and that they could opt not to participate at any time 

without explanation. All participants were requested to sign two copies of the letter 

(one copy for the participant and the other for the investigator), see Appendix D. 

The study was conducted in accordance with guidelines issued by the Icelandic 

Act on the Protection of Privacy regarding the processing of Personal Data Act no. 

77/2000 and the current Act, no. 90/2018. Terms used in the guidelines are: written 

consent, protection of privacy and confidentiality when processing personal data 

(Icelandic Data Protection Authority, 2000).Four main valuable principles were applied 

in the research ethics: the principles of self-sufficiency, the principle of indifference, the 

rule of goodwill, the right to participate or the right to discontinue participation 

(Vísindasiðareglur Háskóla Íslands, 2014).  

Anonymity, privacy and confidentiality 

All personal identifications were removed, and the people and places were assigned 

pseudonyms. One participant who was hesitant to discuss openly the countries of origin 

of the migrant families with whom she was in constant contact, was assured that her 

name or other identifying information would not be included in the report. Hence, no 

personal identifications of people or descriptions of places were used. 

The establishment of specifications on how to handle and access confidential 

information, as well as validity and reliability of transcripts, is important for any 

research. Hence, I tried to make sure that the risk of harm to participants was kept to a 

minimum and ensured that benefits did outweigh risks of harm. All audio recordings, 

transcriptions and personal data gathered during the study were anonymous and 

deleted after transcription. 
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Study limitations 

Although the study provides useful information, the main limitation is that I only 

interviewed five professionals. Although there was great consensus in their answers, it 

would have been preferable to interview more people. 
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5 Challenges encountered by welfare service professionals 

In this chapter, findings from interviews conducted with five welfare service 

professionals working with migrant disabled children and their families in Iceland are 

presented. I decided to divide the results from the interviews, that is, what the study 

revealed, into two chapters according to the main categories. This is the first of the two 

chapters presenting the findings, and in this section, the first research question: What 

challenges do welfare service professionals encounter when working with migrant 

families from culturally diverse backgrounds and their disabled children? is answered. 

The welfare service professionals in this study faced various challenges when 

providing services to migrant families of disabled children. These included 

administrative issues, language barriers and problems when working with interpreters; 

lack of knowledge; and the impact of cultural differences. The challenges were grouped 

into six sub-categories, which include: (1) Communication and language problems, (2) 

administrative and organizational barriers, (3) lack of written information in different 

languages, (4) lack of flexibility within services and waiting lists, (5) lack of knowledge 

about disability and resources by parent, and (6) lack of cultural competence training. 

5.1 Communication and language problems 

The subject of communication and language problems arguably emerged as the most 

challenging factors for welfare services professionals in their pursuit to provide 

appropriate services to migrant families. Four out of the five professionals interviewed 

identified communication as a prominent challenge in their work, as evident in the 

responses from Guðrún, Snædís, Sigríður and Bryndís, who spoke about the need for 

good communication between them and migrant families with disabled children to 

ensure provision of appropriate services. Although Gerður mentioned that 

communication and language barriers were not a major problem for her, she agreed 

with the other four professionals that misunderstandings and miscommunication 

between her and migrant families was an issue. Thus, all five highlighted that 

misunderstandings and misinterpretations were common in their encounters with 

families, particularly during the exchange and dissemination of key information. This 

happened because most migrant parents were not conversant and fluent in speaking 

Icelandic.  
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For instance, Sigríður said that, “misunderstandings also occurred when information 

from the Icelandic State Diagnostic and Counselling Centre about children’s disability 

diagnosis, available resources and the service application process was passed to migrant 

families’’. Bryndís lamented the struggles she endured and explained that: 

Language barriers are one of the largest challenges and this is not simply a matter 

of translation, but the language around what systems we work with here. There are 

words, terminologies and things that exist here, which have no meaning in migrant 

parents’ own languages or countries of origin. 

Sigríður was of the same opinion and she said: 

With migrant families, there are challenges. For example, it can be difficult with the 

communication, but I mean, it has not been a problem, [...] you just have to say 

something twice or more and sometimes maybe ask if they have understood 

everything you have said or if they have any questions. 

As Snædís described, “I think it can be complicated to be a parent without being able to 

understand what is being discussed about your child“, and further explained that 

serving families from foreign countries made her work difficult and communication was 

often complicated because she was not sure whether they understood her. Her views 

about parents´ language problems did not necessarily comply with wishes of the 

parents as she expected them to learn Icelandic. She said: “Some parents ask to speak 

in English, but they do not speak well as they are not conversant with the English 

language. So, I ask them to speak Icelandic because they are learning the language”. 

When the participants were asked to explain whether they experienced 

misunderstandings when communicating with migrant families, Sigríður‘s response was: 

Yes, of course..., especially when it comes to explaining anything systematic. They 

do not know how the system works in Iceland, especially with all the difficult words 

you know, [...] misunderstandings are common in interactions between 

professionals and migrant families, especially when information is passed through 

third parties. Often misunderstandings are from both parties, that is, from parents 

and professionals. 

According to Guðrún, good communication was essential because lack of 

communication affected relationships between professionals and migrant families, 

caused on-going misunderstandings and delayed access to services. Both Guðrún and 

Sigríður identified a link between unclear communication and unsatisfactory services. 
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Sometimes families had to be on waiting lists for long periods of time because 

information about disability  

had to be on waiting lists for long periods of time because information about disability 

and services was presented to them in an unclear and unsatisfactory manner, with 

Guðrún stating that: 

Sometimes I experience explaining for migrant parents about services available and 

the application process, and maybe again if they do not understand how the 

system works, especially parents that are new to Iceland. For example, despite 

explaining to them, these parents would maybe come back after two weeks to ask 

about how long they had to be on the waiting list. 

5.1.1 Use of interpreters 

When the professionals found it difficult to understand migrant parents, alternative 

approaches were used to communicate. In such cases, the use of interpreters became 

handy and their involvement was a means of dealing with language challenges. 

However, the viewpoints of participants on the importance of interpreters varied: 

Sigríður, Snædís, Bryndís and Guðrún all claimed that working with interpreters was not 

as easy as it sounded, despite it being useful in minimizing communication gaps 

between service professionals and families. Gerður was not of the same view as others, 

affirming that the use of interpreters was irrelevant and not beneficial in most of the 

cases she handled, and explained that: 

It was not necessary to use interpreters because many of the parents could speak 

English and I just spoke in English with them, but sometimes all I needed was 

maybe to explain in a better way and inform them that I sent them an email, so 

that they could have the information in written form to avoid miscommunication. 

So this has worked well and it has not been necessary to use interpreters. 

However, finding an interpreter was sometimes problematic and costly. They also 

mentioned that some parents never wanted to use interpreters due to the lack of trust 

towards interpreters and understandings of good interpreting among migrant parents. 

Therefore, this created interference with professionals and improvements of culturally 

oriented services and supports. Although this was not such a great challenge for two of 

the participants, they both admitted using spouses and co-workers to interpret for 

families who spoke different languages other than Icelandic and English. Clearly, having 
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bilingual employees was beneficial for Reykjavík city in terms of cost saving and this 

made things work for one participant who explained that: 

When working with migrant families, it is always an issue of bilingual and use of 

two languages through an interpreter. I have used one of the staff members and I 

have asked her several times to call parents on my behalf, explain to them in Polish, 

she has sometimes interpreted, written letters for me in Polish. …I have another 

co-worker who speaks both Icelandic and Polish, but some parents did not want to 

use an interpreter because they do not want someone else to know much about 

them or maybe they know the interpreter. 

Sigríður, Guðrún and Bryndís, highlighted that although families they had worked with 

had spoken negatively about their communication encounters with welfare service 

professionals and the use of interpreters, they did not have any other choice but use 

the interpreters assigned to them. Nevertheless, interpreter dependency could create a 

loss of information and invite misunderstandings. This was because during translation, 

much of the information provided to families at each time was compacted and 

sometimes misinterpreted. Bryndís stated that the use of interpreters takes more time 

than communicating directly with families, and consequently affects caring 

relationships. She justified that: 

There are certain rights and obligations in Iceland which do not translate easy, then 

of course there is the translation, often with mistakes and issues regarding 

interpreters within their own nationalities which create a challenge or difficulty for 

many foreigners, and lack of understanding of certain rights to services and costs 

which do not obviously put forth to families. 

Obtaining an interpreter at the right time, and who spoke the same language as migrant 

parents, occasionally created difficult circumstances and affected families in various 

ways, for example, they did not get the information they required at all. Sigríður 

explained: “In my opinion, I would want interpreters from the same country as the 

parents... who speak Icelandic and Polish. So, it makes it easy to support migrant 

families, but it is difficult, as some language interpreters do not want to hang up here 

applying for jobs”. Sigríður also cited an example of when she referred one Polish family 

who had an autistic child to a disability course offered by the Icelandic State Diagnostic 

centre: 
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It was not possible to attend courses and get an interpreter the whole time just for 

them. ... For example, for one Polish family, I looked everywhere for courses about 

raising an autistic child, ... there is nothing.  

5.2 Administrative and organizational barriers 

The second sub-category to emerge from the data were administrative and 

organizational barriers, which encompassed inadequate systematic arrangements and 

coordination of services for migrant disabled children and their families. Guðrún, 

Sigríður and Bryndís expressed their frustration towards Reykjavík city’s 

underdeveloped system and advocated for changes. These three professionals were not 

satisfied with how the whole welfare system operated and handled issues that 

concerned provision of services and support to culturally diverse families with disabled 

children, compared to when native families were involved. The inadequacy of the 

welfare service system was criticized for its lack of diversity in social practices when 

services were provided to migrant families from different cultural backgrounds. Bryndís 

also struggled to understand how the system works, and she said: 

Systems in and out of themselves do not understand cultural variations, and often 

times I have found the law and legislation set to protect certain freedoms, liberties 

and rights do not coincide when it comes to implementation, through for example, 

the welfare, education and immigration systems. It is as if systems designed to 

implement just do not understand each other. 

According to all professionals, the manners in which information was presented to 

migrant families was another setback because language differences and relationships 

with families did not value diversity, and the lack of good communication affected the 

essence of communicated messages and how there were received by families. Sigríður 

and Guðrún said that there was a lack of connection between participants and families, 

especially when they explained to families about available services, waiting lists and 

about communication between families and participants; and Sigríður said: 

Problems arise especially when conducting interviews with families and as to how 

to approach them, what we say to them or tell them through an interpreter. For 

instance, due to problems caused by language barriers, it is difficult to explain to 

parents how the system in Iceland operates, for example the Social Insurance 

Administration (Tryggingastofnun), and suitable means or ways of communicating 

and advising migrant families. 
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Further, Sigríður highlighted that misunderstandings also manifested during service 

provision through participants and migrant family interactions when information was 

passed through third parties, and misunderstandings were often from both parties, i.e. 

from parents and participants. 

Sigríður provided an example of when migrant families contacted her through front 

office employees on issues that related to services for their children. She expressed her 

disappointment in that commonly, the right information was not often passed on to 

her, and she said, “For instance, the front office staff sometimes have passed messages 

to me saying…  “So and so phoned or wanted to speak to you, but I didn’t understand 

them”. So… I use email more with these families’’. 

5.3 Lack of written information in different languages 

An overall feeling of frustration towards the welfare service system was evident 

concerning dissemination of information to migrant families who had disabled children. 

All five professionals talked about a lack of centralized information and how they fought 

bureaucracy and paperwork and relied on personal creative solutions. For example, 

information was not provided in languages like Polish, although Poles are the largest 

group of migrants in Iceland. One participant said: 

In my opinion, I think Reykjavík city is far behind, especially with written 

documentation. You know, there is limited information in Polish, but of course in 

the whole system, information must be available in English, but it is not. So, this is 

something that needs to change. ..., it is difficult for counsellors like me because 

there is more work for us to do when working with migrant families because of 

this, as I need to meet families more often, discuss with them, hold meetings and 

sometimes write or prepare huge documents. 

In order to facilitate good communication and understanding, all five professionals 

stressed that written guidelines and booklets in different languages were needed for 

families who were not fluent in Icelandic. They underlined the importance of having the 

written guidelines with information about available services, types of support and rights 

for migrant disabled children and their families. Guðrún justified this by explaining that: 

Canada is a good example of a multicultural country with diversity in culture and 

services, such as inclusive education. As Iceland continues to become a 

multicultural nation, there is a need to provide migrants who do not understand 

Icelandic with information about their rights and services for their children. I do not 
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know what happened to the booklet that the Welfare department of Reykjavík city 

published... because I do not even know how information is provided to these 

families. For example, newcomers to the country or those who have given birth in 

this country and their child is diagnosed with a disability...; I think we need good 

guidelines to work with, especially when we pass information to migrant families. 

The shortage of written information provided to migrant families, compared to native 

families with disabled children, affected migrant family situations, expectations and 

experiences, and also forced welfare service professionals to spend more time on 

explaining to parents and family members. Sigríður said: 

Some problems among migrant families is lack of information in their languages 

about disability. So, they get less information, support and do not attend courses 

which Icelandic families who have disabled children get... So, the only thing I do, for 

example, is to send them links from the internet about autism in Polish. 

Lack of formal information was not the only challenge, as Sigríður further explained: 

Sometimes migrant parents lack understanding when explaining to them about 
certain services not being available, as they become frustrated. For instance, 
sometimes children have been offered services, but parents have not been able to 
utilize them… this service does not fit me, I want another type of service, but the 
preferred service may not be available. So, they get back on the waiting list, but 
some parents are patient with this. 

However, both Guðrún and Sigríður were  of the same opinion – to have written 

information readily available for migrant families – and Guðrún explained that: 

It is good to explain to parents about where and how to apply for services, inform 
them well as they may not have this information readily available, and we do so for 
migrant families because Icelandic families are more informed about their 
children´s rights compared to migrant families. Icelandic parents know or are 
sometimes informed by their family members. 

Lack of written information created stress and frequently affected professional 

capabilities in disseminating the right information to migrant families. Not getting much 

support from superiors on these matters was also conveyed. When asked if they had 

provided any brochures to parents, one professional responded: 

No, this was not possible, I looked everywhere, for example, for the Polish family 

with an autistic child. There was nothing and what they did was to go back to 

Poland. So, a specialist there provided them with plenty of reading material, they 

got booklets and books which they brought back with them. They then told me that 

they finally understood what autism was.  



45 

The welfare service system itself affected the way services were provided due to lack of 

specific guidelines and written information. 

5.4 Lack of flexibility within services and long waiting lists 

Professionals encountered problems related to long waiting lists and lack of flexibility 

within the services, especially when they were expected to understand and explain 

about available resources to families. Four out of five professionals struggled to deal 

with waiting lists to enable families to access services at appropriate times and when 

needed. The professionals were not pleased with the whole process, i.e. from the 

launching of an application for services up to the final stage of families being able to 

access and utilize the services, as the process was very long and complicated. For 

instance, when teams were created to discuss service for one child, parents had to 

apply through a social worker in their community, who later submit the application to 

the service allocation committee (Úthlutunarnefnd) which decides on the types of 

services each child receives. Gerður, Snædís and Sigríður also pointed out that, all 

application forms were in Icelandic, which made it difficult for migrant families to 

understand the contents of the forms that they were required to fill in or complete 

when applying for services. 

Another sentiment registered by Guðrún was that when families refused to accept 

services allocated to them, they had limited choices, but were placed back on the 

waiting list. While the status and how long disabled children had to be listed on the 

waiting list was unknown, both professionals and families experienced this as a 

dilemma. However, when asked whether there was a need for some other types of 

services for migrant families than those currently offered, and whether there were any 

gaps in the system or that the system had to be more flexible or change in order to 

meet various needs of migrant parents, most professionals did not really answer. 

Gerður, however, responded: “No, that I don’t know of’’. 

Thus, although the participants were critical towards many aspects of the services, 

not all of them could provide concrete examples of how the current services should be 

improved. All the participants had struggled with the system, to an extent, and some 

lacked knowledge of its workings and whom to contact for assistance. 
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5.5 Lack of knowledge about disability and resources by migrant families 

A sentiment raised by participants was that migrant families had limited understanding 

and knowledge about disability and resources available and offered by Reykjavik City, 

while explaining to parents about the different systems that constituted ideologies 

surrounding disability and services was a common challenge. Bryndís and Sigríður 

discussed Iceland’s complicated service systems and the difficulties migrant families 

faced when navigating through them. Lack of knowledge among migrant families was 

most often mentioned in context with communication and culture, but not related to 

welfare services. For instance, all participants downplayed possible differences in how 

native and migrant families were served in the welfare system. However, in their views, 

they felt there were differences culturally, at least in the understanding of disabilities 

and services provided by the city. Hence, it was their responsibility to effectively inform 

parents about resources and many other issues that related to their children with 

disabilities. Sigríður elaborated this by mentioning that she only sent links about types 

of disabilities to parents so that they could read and maybe understand what she tried 

to tell them, while Guðrún explained that: 

Migrant parents sometimes have difficulties to understand that their children are 

disabled and they sometimes ask if it is possible to speak to another doctor. For 

example, children with Cerebral Palsy, whether this is a short-term condition and if 

there is a possibility for treatment; some migrant parents always think that maybe 

their child is not like other children when sent to a special school and this causes 

stress for parents. 

Further, discussions about the children’s disability were said to be important as they 

helped break down social barriers and allowed better understanding, and wholesome 

approaches to inclusion of migrant disabled children. According to Snædís, migrant 

parents lacked knowledge and understanding about services for disabled children 

provided by municipalities because such services didn´t exist in their countries of origin, 

where families took care of everything. Thus, some families never applied for services 

provided by Reykjavík City, which made it extremely hard to work with them on 

accessing services they might possibly benefit from. When asked about the process and 

procedures of accessing services, the extent to which participants used the information 

available and took responsibility into looking at specific matters varied. One of them 

said: 
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I do not know who provides information to migrant families first, I also wonder if 
there is anything planned on how information is provided to migrant families... for 
instance, inform them immediately when the child is born with a disability. Um... I 
do know how this is done and approaches used, especially when families with a 
disabled child move to this country (Iceland) and I need such information. For 
instance, where the family can go to seek help or support. 

Lastly, professionals mentioned the lack of knowledge among migrant parents in the 

context of communication, language and culture, and this was often related to welfare 

services. 

5.6 Lack of cultural competence training in welfare services 

Culture competence was a challenge and affected the behaviour of professionals 

towards provision of services. Three professionals perceived themselves as having 

moderate levels of overall cultural competence and wished to gain more knowledge in 

order to provide culturally appropriate and unbiased welfare services to migrant 

disabled children and their families. They were also aware that migrant beliefs, views 

and values might collide with theirs. For instance, two participants expressed their 

feelings of frustration and admitted that they needed to be well equipped if the needs 

of migrant disabled children from culturally diverse backgrounds were to be met. One 

participant directly stated that she was hardly professionally equipped to serve these 

families: 

I will be arrogant to say yes. The answer is no because I am not so exposed to the 

different cultures of migrants moving to Iceland. This is something new in Iceland 

and I need cultural knowledge. I have an obligation to learn more about people and 

their cultures. 

Cultural competence was a critical challenge as the participants were required to 

understand and respond effectively to changes that occurred in the multicultural nature 

of the Icelandic society. Two participants, who had both worked abroad, revealed 

different ways of how they dealt and worked with families from different cultures. 

These two professionals stated that Reykjavik City had to integrate cultural competence 

in their programmes. When asked how issues related to cultural competency such as 

values, attitudes and actions were handled and passed on to other employees, Gerður‘s 

response was: “Well, we have staff meetings regularly and meetings regarding 

individuals where this is discussed“. Sigríður regarded migrant families´ specific needs, 
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values, beliefs and attitudes as important, if she had to provide culturally competent 

support and services. She said: 

I think Reykjavík city should do better. I really do not know the attitudes of other 
professionals, but for me here, it does not matter whether there are migrant or 
not…It is just parents of a disabled child and we need to help them. It just depends 
on how we do it. We need to do it differently because of the language and cultural 
differences. 

Lastly, despite the challenges mentioned by the five participants, all conveyed feelings 

of empathy towards migrant families with disabled children in Iceland and overall felt 

that serving and working with families from culturally diverse backgrounds was an 

enriching experience. The general understanding was that migrant disabled children 

and their families deserved more relevant welfare services and support than what was 

currently provided, and this could be realized with systematic and structural 

improvements, increased training for the welfare service workforce, and both 

recruitment and retainment of culturally competent manpower. 
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6 Recommendations for improving services to meet needs of migrant 
families with disabled children 

In this second chapter about the findings, recommendations suggested by the five 

welfare service professionals for improving services to meet needs of migrant children 

who have disabled children are presented. This chapter also answers the second 

research question: “In what ways do service professionals see room for improvements 

to better accommodate the needs of migrant families with disabled children?”. 

The participants provided several recommendations that could enhance changes in 

how information and services should be provided to migrant families raising and caring 

for disabled children in Iceland. Key aspects that require improvements to better 

accommodate the needs of migrant families with disabled children are presented under 

four distinct sub-categories: (1) Improve access to information and services, (2) Provide 

user documentation and guidelines in different languages, (3) Use multilingual 

interpreters and migrant key workers, and (4) Allocate more time to working with 

migrant families. 

6.1 Improve access to information and services 

According to participants, in order to avoid misunderstandings and miscommunication, 

service providers need to consider certain aspects when serving migrant families of 

disabled children from culturally diverse backgrounds. For example, it is important for 

welfare service professionals to help families process and understand their child´s 

diagnosis, explain how the system works and connect families to resources.  

Professionals should also gain an understanding and knowledge of the families, which 

could be relevant for the services they will be offering. 

The first recommendation proposed was to challenge communication and 

language barriers in the service administration process. All the five participants 

suggested adjustments to information systems as a means of effective communication, 

as migrant parents require a lot more than just an internet link sent to them about their 

child´s disability or a service plan for their child written and printed in Icelandic. 

Moreover, since information channels used for acquiring and disseminating information 

among migrant families were not clear, the process for parents to access both services 

and information often took a long time when compared to native families. For migrant 
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families who were not conversant in Icelandic and maybe needed more help or support, 

one professional recommended: 

Explaining the system requires more effort. It is important for welfare service 

professionals to explain to migrant parents how the system operates and justify 

why the services are essential... Welfare service professionals bear the 

responsibility to reaching out to families, as well to guiding them in understanding 

the service system. 

Some professionals spoke about the importance of having front office employees who 

spoke other languages. Two participants relied on their co-workers for assistance when 

needing to deal with spoken and written language in formal contexts. One of them 

recommended that: 

Communication between migrant families and professionals should be improved so 

that both parties are able to obtain a better understanding of their roles, as well as 

providing migrant disabled children with the appropriate services and support.  

The other participant said: 

Culturally, migrant families are often placed in different situations compared to 
native Icelanders. Migrants are often reported to the Government Agency for Child 
Protection (Barnavendarstofa) for violence, as they are not supposed to beat their 
children. In Iceland, it is forbidden to beat your children, but this is common in 
other cultures, that children are beaten or slapped on the buttocks. Once this is 
noted, professionals are obliged to report such issues to child protection 
authorities.  

She recommended that “migrant parents should be provided with information 

regarding the Icelandic culture, for them to learn that children cannot be beaten based 

on Icelandic law´´. 

However, when such a situation arises, it is not enough to continue explaining to 

the parents; instead, professionals need to be aware of the barriers some migrant 

parents encounter and try to meet them half-way through learning their diverse 

cultures. As professionals do not necessarily possess skills and experiences of the 

different cultures and languages of migrant families, one of them proposed that: 

It is important to ask parents now and then how things were done or how services 

were provided in their countries of origin ... such questions are important because 

they facilitate providing professionals with key information about the family 

situation and this makes communication easy.  
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The participants proposed that Reykjavik city should provide information and 

translation services to all parents who do not speak and understand the Icelandic 

language. One recommended that “in the whole welfare system of the city, information 

must be available in English, have staff from the same countries as the parents, for 

example, who speak Icelandic and Polish to interpret”.  Another one said, “it is 

necessary for professionals to be involved personally in learning about the different 

family situations of families, as well as possess collective abilities to practice efficiently 

in cross-cultural situations”. She also emphasized the importance of explaining and 

advising them on what is customary during provision of information and services to 

disabled children. 

Before determining the types of services migrant families receive for their children, 

it is relevant that correct procedures of assessing family needs are implemented prior to 

launching applications and provision of any form of services to their children. One 

professional said: “families should be interviewed to assess their individual needs’’. The 

need for a dynamic and integrated information management system that determines 

each migrant family’s conditions was also uttered. This would also help professionals on 

determining the key measures to take and allow for modifications where changes are 

needed in the service provision process. 

Nonetheless, three professionals suggested improvements focused on removing 

many systematic barriers that they faced in their interactions with migrant families, as 

well as in getting support to address problems caused by an under-developed system. 

Additionally, since not all migrant parents clearly understand how the service system 

operates, this causes delays in the service and support application processes – a 

disparity which should be resolved. One participant voiced a recommendation, also 

shared by other two participants:   

Major improvements are required ... have application forms and letters sent to 

parents in languages that they understand, also including their children’s diagnosis 

information and reports from the State Diagnosis and Counselling centre. 
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6.1.1 Provide thorough information about the children’s disabilities 

As migrant parents did not always have a thorough understanding of their child’s 

disability, origins and diagnosis, participants advocated for accurate explanations and 

details of the children’s disability to families. They also advised on the different types of 

services that are offered by the municipality.  One professional proposed the 

importance of adhering to/following the practice of third-level analysis, which refers to 

specialized instances that families with disabled children are referred to. The first level 

is the health clinic (heilsugæsla); the second level is the Centre for Child Development 

and Behaviour (CCDB); and the third level is the State Diagnostic and Counselling Centre 

(Greiningar-og ráðgjafarstöðvar ríkisins) and the Child and Adolescent Department 

(Barna- og unglingageðdeild (BUGL). She emphasized the significance of providing 

explanations to parents because: “often-times, one is not sure whether they understand 

fully what they are told about their child’s disability”. 

Another participant suggested the importance of using examples or symbols in 

helping families understand and handle issues relating to their disabled children. She 

said: “Not all parents share same perspectives with professionals when services such as 

respite care are provided, as some parents think their child is taken away from them’’. 

She continued: “It is important to explain to migrant parents what respite care or 

support was all about. [...] it is also necessary to see things through their lens about 

what professionals explain to parents, while considering cultural differences’’. 

Guðrún proposed that, “if there is anything migrant families of disabled children 

need to know, preschool staff or other specialists who receive children first either in the 

school or welfare service system, are expected to refer the child for diagnosis and from 

there, parents can then be referred somewhere else” within the service system. 

6.2 Provide user documentation and guidelines in different languages 

As recommended by participants, there is a need for both electronic and printed 

documentation in several languages other than Icelandic. Guðrún advocated for a well-

defined structure or process on how to disseminate important information and Gerður 

proposed good working guidelines when passing information to migrant families who 

were not fluent in reading or speaking Icelandic. As for Sigríður, she said: “Some of the 

things are difficult to explain, for example, the service system, insurance and all the 



53 

other terms used’’. She also advocated for better and more detailed guidelines. 

However, two professionals specified that there were a lot of booklets which migrant 

parents received in their early encounters with them, but there are all in Icelandic. One 

participant highlighted that the booklet available was entitled ‘Welcome to Iceland, First 

steps for European Economic Area (EEA) and European Free Trade Area (EFTA) citizens’, 

but “the information is meant for social services and does not mention disabled 

children”, and it is obvious that contents in the booklet are not meant for all migrants, 

including those with disabled children. One participant proposed that the service 

register (málaskrá) should be adjusted. She said: 

The improvements should be on the provision of relevant information in more 

languages other than Icelandic and the system we use, “málaskrá“, should provide 

us with opportunities to be able to translate letters, the information we print and 

send to migrant families in their languages. 

Another professional proposed having information sheets and checklists that will be 

easily accessed and used by welfare service professionals. She advocated that a 

checklist should be made available on what is different for professionals working with 

migrant families. In addition, she proposed: 

Preparing guidelines for both native and migrant children with disabilities may be 

the best solution, irrespective of the type of disability. The brochure would contain 

instructions for parents, starting with the diagnosis of development and 

behavioural disorders, information on the diagnosis process, and organization of 

teams composed to work with the parents, with emphasis on tasks of both parents 

and professionals, as well as how they can both collaborate to support the child. 

Four participants advised that the brochures and electronic information provided on 

Reykjavik city’s website required some adjustments. One of them said: 

There is a need for more information in English on the city´s website, for example 

information for services such as “liðveisla’’, ferðaþjónusta and many other services. 

If there would be information in many languages, this would reduce a lot of work 

for the staff.  

Two participants also cited examples of financial support and the understanding of 

certain rights to services by migrant parents, which were not evidently put forth to 

families as the information was all in Icelandic.. One participant advocated for changes 

to be made to the complicated application process and simplifying various questions in 

application forms for parents. She said: 
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It takes a lot of time for me to assist families to complete filling in forms for their 

children’s services. I have also been asked many times by migrant parents if it is 

possible to translate letters and application forms in their languages.  

One professional said, “Occasionally, I tried to find a deaf interpreter for migrant 

parents who are deaf or deaf-blind”. She recommended that the municipality provide 

Icelandic courses to migrant families in order to make it easy for them to learn the 

native language. 

6.3 Use multilingual interpreters and migrant key workers 

As four professionals suggested, interpreters were the ideal option for making the best 

use of effective communication across several languages spoken by migrant families. 

Participants stressed that interpreters were needed in most of their encounters with 

migrant families, even though a few parents tried to speak in “ambiguous” Icelandic. 

Choosing the right language interpreters was essential in meeting language needs of 

these families. In addition, three participants foregrounded the importance of 

interpreters, as they were a significant source of information about the families. This is 

important, because interpreters help professionals to understand the different 

expectations and reactions of migrant families. Participants put emphasis on the 

importance of selecting independent qualified and trained interpreters, not known to 

families. They indicated that interpreters should be conversant with the terms and 

concepts used in welfare services and, should meet certain linguistic skills. This is 

important because when interpreters do not accurately describe and understand the 

disability and medical terminologies used, the communication between professionals 

and families may get confusing. As a result, families may not access proper services. 

Attention was further drawn to the importance of professionals to always ask parents 

whether they agreed to work with interpreters because, as indicated from their 

experiences, some families were hesitant to do so. Professionals proposed that, given 

the added value of involving interpreters, improving access to interpreter services was 

essential. Today these services are limited or not readily provided by Reykjavik city, as it 

is costly. 

Sigríður also proposed the importance of having key employees, who could assist 

migrant families. For example, in the absence of an interpreter, Sigríður always tried to 

find an employee who speaks the same language as the parents to assist her. 
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However, this idea of requesting co-workers to occasionally write and interpret letters 

on her behalf in different languages may seem arbitrary, as Reykjavik city is responsible 

for having such instances better organized. When asked about what the city should do 

regarding this, her response was: 

In such cases, I try to find Polish staff for them. The mother speaks English, but the 

father does not speak English. S, he is not getting all the information because he is 

not understanding everything.  

Thus, Reykjavík city benefited from Sigríður‘s co-workers. Hence, there is a requirement  

for more key professionals with migrant backgrounds, who speak different languages, 

to work in various settings of the welfare service system. Bryndís highlighted the 

importance of utilizing bilingual skills and knowledge possessed by migrant 

professionals during inter- professional teamwork. She said, “This is necessary because 

it helps in bridging the gaps that lie between migrant families and the service systems 

we work with.’’ She proposed that: 

The key workers should be professionals from culturally diverse backgrounds, with 

expertise in special education teaching, social education, psychology, social work, 

language pathology, physical and vocational therapy. 

Bryndís further said that the key workers would work together in coordinating services 

for migrant children with disabilities. Therefore, having key employees who possess  

essential language skills, working within the welfare service system and understanding  

the needs of both migrant and native families, would be indispensable to Reykjavik  

municipality. 

6.4 Allocate more time working with migrant families 

Welfare service professionals identified a need for structural and social support for 

migrant families. Snædís said that she met families and their children quite often, with 

an intention to get to know them. All five participants proposed improvements to the 

complicated welfare service system. As suggested by Bryndís: 

The overwhelming service process needs to be simplified or better explained, 

because some parents spoke of having met prejudice of one form or another within 

the system, and occasionally, some staff members met them with rudeness when 

they did not understand the system in general because it did not reflect an 

understanding for the needs or realities of different migrant families”.  
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Lastly, the participants proposed improvements towards participation of migrant 

families in decision making in issues that concern their children. One participant said: “It 

is occasionally difficult to actively engage migrant parents in the service processes for 

their children for varied reasons. For instance, some parents misunderstanding the 

whole service process, resulting in preventing them completely benefiting from welfare 

services.” All five professionals advocated for better ways to provide services to migrant 

families. One of them said:   

There is also a greater need to help migrants individually, as most of them lack 

social networks and family ties compared to native families who have, for instance, 

a support base, family, grandparents or friends that can help with babysitting, if the 

parents need a free weekend or want to go to the movies.  

Although some migrants had friends, they did not necessarily have family around them. 
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7 Discussion and concluding remarks 

In this final chapter, some of the main findings are highlighted and compared to 

literature about the topic in other countries. The findings have several implications for 

welfare service professionals to better respond to needs of migrant families with 

disabled children. The professionals pointed out several challenges and, also advocated 

for improvements to services, such as by ensuring better access to information, 

providing written documentation to families about resources and allocating more time 

to work with migrant families of disabled children. 

7.1 The importance of communication and language 

Overall, the study findings are in line with those described in the literature about 

experiences of professionals serving culturally diverse families with disabled children, 

and the challenges they encounter in their work. The professionals reported challenges 

around communication and language, particularly when dealing with interpreters and 

the language of the system. These findings are similar to previous research, showing 

that community and healthcare service providers time and again face challenges when 

working with migrant families raising a disabled child (Fazil, Bywaters, Zoebia & Wallace, 

2002; Khanlou, Haque, Sheehan & Jones, 2015; Lindsay, King, Klassen, Esses, & Stachel, 

2012; Lindsay, Desmaris & Piérart, 2014). 

The professionals who participated in this study perceived the Icelandic welfare 

service system as often being inadequate in communicating its objectives and methods 

to families. This finding has implications for professionals working in the welfare 

services to better respond and accommodate the needs of migrant families, as it is 

imperative to provide people who are not conversant in Icelandic with necessary 

information in languages that they understand. For some migrant families who speak 

English and limited Icelandic, it is relatively easy to access information, but this is not 

the case for parents who neither speak English nor Icelandic. There is a need for 

Reykjavik city to find a way to have the information about resources available to 

migrant families of disabled children. 
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7.2 Disparities in understanding disability 

In addition to language and communication, cultural issues and different 

understandings of disability had an impact on how services are provided to ethnic 

diverse families of disabled children, which is in line with the findings of other studies 

(Brassat, Prévost, Bétrisey, Lemieux & Desmarais, 2016; Khanlou, Haque, Sheehan & 

Jones, 2015; Lindsay, King, Klassen, Esses, & Stachel, 2012; Lindsay, Desmaris & Piérart, 

2014). This finding reflects how culture influences the understanding of disability and 

community approaches. Disparities around the understanding of disability were also 

revealed, particularly where parents assumed the professionals were experts who have 

a remedy to their child‘s disability – not being fully aware that the professionals were 

only involved in explaining about their child‘s disability and about the services and 

resources available for them. In this study, professionals downplayed cultural 

differences as affecting how migrant families were served when compared to native 

families in the system. In line with the findings of previous research (Harry, 2002; 

Lindsay et a., 2014, it could be argued that there is a need to appreciate complex 

dynamics between the Icelandic professionals´ cultural lenses and those of a migrant 

family´s understanding of disability. Recruiting more ethnically and linguistically diverse 

employees who can be possibly matched to migrant families with similar backgrounds 

could be beneficial for the city. For instance, Reykjavik city would cut down on costs of 

translation, as it takes a lot of time for interpreters to get into new subjects like 

disability, to learn about it and understand it. This would be different when migrant 

employees who already work for the city and know the disability subject well can assist 

these families. This is important because such employees understand the needs of 

migrant families, have the language skills and are familiar with operations of the 

institution. While Reykjavik city would benefit from such employees, there is a need to 

have more employees with migrant backgrounds in responsible positions in the 

administration and organization of welfare services and support. 

Another challenge identified was around building trust, friendships and 

understanding (rapport). Professionals reported that it was not easy to develop these 

aspects as migrant families were often reluctant to trust them, especially when the 

professionals wanted to use interpreters and advised parents to wait for appropriate 

services for their children. 
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7.3 Flexibility within services 

It is important that the system be designed to satisfy needs of all families with disabled 

children, including structural changes that can facilitate reduction of long waiting lists to 

access services. The welfare service professionals in this study were prepared to make 

changes and advance in their professional encounters with migrant families. These 

people possessed a great deal of contacts with migrant disabled children and their 

families and acknowledged that being aware of other cultures is important. Allocating 

more time with migrant parents and their children was also considered vital in 

understanding the beliefs, values and cultural norms of family members, as this can help 

professionals in delivering suitable and appropriate services and support. 

The five participants provided ideas as to how structural and systematic changes, 

overcoming communication barriers, and increased training opportunities for staff can 

contribute towards better access and quality of welfare services for migrant families 

with disabled children. The results also possess some implications for policy makers in 

the service system of Reykjavik City to better respond to the needs of migrant disabled 

children and youths, by commencing the development of language and effective 

cultural competence training. This could be in the form of adult education programs and 

short courses offered within the organization so that professionals can be more 

responsive and attentive to migrant families’ cultural characteristics. There is a need for 

professionals to allocate more time when working with migrant families in order to 

develop mutual trust and understanding, and in addition, to allow time to work with 

interpreters. As lack of guidelines and written documentation were noted as a challenge 

in professionals’ work, these aspects need to be focused on as well. 

The last challenge that professionals described was around provision of assistance 

to migrant families to advocate for themselves and assist them to become informed 

about the available resources for their children, together with service coordination 

issues within their communities and the service system. This study finding can be 

related to previous studies by drawing specific attention to welfare service 

professionals, ensuring that they have the power to advocate for services for migrant 

disabled children and their families (El-Lahib & Wehbi, 2012; Soldatic, Meekosha & 

Somers, 2012). Professionals who embrace values of human rights should be able to 



60 

assist families to become aware of the services and supports offered in their 

communities and by municipalities like Reykjavík City. In this case, welfare service 

professionals are required and expected to work collaboratively and share information 

with families. Collaborative work would also include the professionals having to work 

other specialists in other organizations, and this may cover informal networks and joint 

provision of services. 

This study addresses key gaps in both literature and practice by focusing on the 

experiences and roles of Iceland welfare service professionals working with migrant 

families. In addition to various structural barriers that were revealed, the findings also 

foreground that working with migrant families of disabilities involves welfare 

professionals conceding their own opinions and gaining a comprehensive and thorough 

understanding of families’ standpoints and what is significant for them. 

The findings also show that welfare service professionals experience a great deal of 

problems caused by lack of adequate information and knowledge regarding provision of 

welfare services and support to migrant families of disabled children in broader cultural 

contexts. To meet all the expectations, professionals should be experienced in 

identifying the diverse needs of migrant families of disabled children and, respond to 

them appropriately and in accordance with the CRPD and the Nordic relational 

approach. The CRPD suggests that applying terms such as dignity, autonomy, security 

and independence to the lives of migrant families with disabled children means the 

eliminating of negative and positive rights (CRPD, 2007; Kanter 2014; Tøssebro, 2004; 

Traustadóttir, 2003), which signifies that the CRPD interprets disability in a similar way 

as the Nordic relational understanding and may have significant practical implications. 

Additionally, in relation to the CRPD, the Nordic relational approach and other social 

responses, the service needs of migrant families with disabled children must be well 

addressed, and appropriate welfare support services should be available to them. 

Furthermore, professionals must widen their scope on cultural knowledge, as well 

as strive to attain cultural competency. Professionals should also have the desire to 

learn about other cultures and see their own culture as a basis for developing their 

skills. They should gain the required knowledge about different situations of families 



61 

from diverse backgrounds and cultures through education and should achieve the 

competency required in the current provisions of welfare services. 
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