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Abstract 

The present study aims to identify the challenges faced by Greek caregivers (informal 

and formal) when working or coexisting with individuals who are deafblind. The obstacles of 

deafblindness in Greece, such as limited services, insufficient training, and lack of expert 

experience, highlight the need to understand how caregivers navigate these barriers. 

Consequently, through this study, the strategies/coping mechanisms that caregivers employ to 

be resilient were examined. A mixed methods research design was applied to answer the 

main research question: How do caregivers define and describe the challenges that arise when 

they are supporting or communicating with people who are deafblind? An online survey with 

a self-designed and two standardized questionnaires was filled out by a group of 17 

participants (mean age 39). The study revealed that the Greek caregivers experienced 

challenges in the areas of communication, health, emotion, and diversity in needs and 

characteristics. Three types of obstacles were reported, conduct of intervention, services 

issues, and training. Furthermore, the findings revealed moderate resilience and professional 

satisfaction levels among the caregivers, highlighting the necessity of tailored interventions 

and strategies to cope better with the practical and psychological conditions they face. 

Notably, the participants selected social coping as the most preferred mechanism (7 out of 

17), followed by problem-focused coping as the next most preferred (5 out of 17). These 

results set the stage for further research into the relationships between resilience and quality 

of life among caregivers in the field of deafblindness, and offer added value to the 

investigation and enrichment of strategies that could be more effective than existing 

approaches. 

Keywords: Greek Caregivers, challenges, strategies/coping mechanisms, deafblindness, 

resilience, questionnaires 
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1. Introduction 

The present thesis explores various strategies that could ensure and promote resilience 

among Greek caregivers in the field of deafblindness. This specific research selection and 

content orientation is a result of various factors, as the landscape of caregiving for people 

who are deafblind in Greece is marked by numerous barriers. These barriers include a 

shortage of specialized services, insufficient training programs, lack of professional 

experience, and financial obstacles ( Nellopoulou, 2021; Nikolaraizi et al., 

2021). Furthermore, Zografou (2022) highlighted that Greek society is not aware of 

deafblindness, and that awareness is mostly limited to those who live with it. In 1992, in 

Athens, the capital of Greece, a group of families with children who were deafblind founded 

the Panhellenic Association of Deafblindness, named “ILIOTROPIO. This association 

remains the only organization in Greece focused on deafblindness. To this day, the 

Panhellenic Association of Deafblindness is supported by friends, professionals, and 

volunteers. Additionally, Athens has the only special school for students who are deafblind 

(Nellopoulou, 2021). 

This study also examines the challenges experienced by caregivers, however its aim is 

not to focus on the possible negative aspects. Instead, it seeks to use this information as a 

fundamental basis to enhance their coexistence and cooperation for both sides, caregivers and 

people who are deafblind.  In line with this, Hart (2010) argues that the partnership between 

caregivers and individuals with deafblindness is not linear, but dynamic and mutual. By 

understanding the challenges and needs of one group we can gain insights that help support 

the other, and vice versa. 

The findings of this study are in line with those of other research conducted by both 

Greek and international academics investigating issues related to deafblindness and special 

needs populations. Recent studies focusing on the Greek context provide valuable insights. 

For instance, Nellopoulou (2021) investigated the availability of support services and the 

level of awareness regarding congenital deafblindness in Greece, incorporating the 

perspectives of academics, families, and professionals. The findings revealed that the 

majority of support services provided by the Greek government for individuals with 

congenital deafblindness are inadequate. Similarly, Papazafiri and Argyropoulos (2021) shed 

light on the experiences of Greek professionals working in various educational settings with 
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children with deafblindness or multiple impairments. Their study highlighted the challenges 

faced by these professionals, including mainly the lack of experience and training in the field 

of deafblindness. 

Furthermore, a study by Lembcke et al. (2016) focused on caregiver’s cognitive and 

emotional reactions to challenging behavior among individuals with deafblindness. It was 

among the first studies that examined the measurement of a communicative attribution to 

challenging behavior, considering various factors, such as the impact of attributions to 

stimulation, behavioral processes, environment, emotions, and biological basis. The outcomes 

of this study depicted that challenging behaviors of individuals with deafblindness can be 

caused by intense internal emotions and physical factors, such as insecurity, excitement, 

illness, and internal pain. Some other factors that increase the occurrence of challenging 

behaviors are related to unpleasant feelings towards the activity, the caregiver's demands, and 

when their routine is changed or interrupted. In addition, from the caregiver's side, the ways 

that they react to challenging behaviors are various. For example, some of them ignore the 

incident, others prefer to redirect the focus and attention of a person with deafblindness, and 

others try to communicate and calm the person with this behavior (Lembcke et al., 2016). 

 Resilience is also a concept that explores the skills and resources individuals may 

develop in response to challenging and transformative life events (Proctor, 2017). This study 

will examine the strategies employed by caregivers of individuals with deafblindness to 

sustain their resilience. In addition, this could form the basis for future research, aiming to 

investigate the correlation between resilience, the quality of their relationship, and 

communication between caregivers and people with deafblindness. 

Last but not least, given these obstacles, the contributions of two significant Greek 

figures in the field of deafblindness, Kalliopi Karanikola and Michael Anagnos, are 

particularly relevant. Their pioneering work in education, advocacy, and social awareness 

played a crucial role in laying the foundation for current support structures. In this context, 

the challenges caregivers face today, including lack of resources and specialized training, 

mirror the struggles that these pioneers sought to address. Both Kalliopi Karanikola and 

Michael Anagnos are associated with organizations that provide information and support to 

individuals with deafblindness and their families. Furthermore, through the information 
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presented below, we recognize the role of social networks as a "coping strategy" in 

promoting awareness, collaboration, and education on issues related to deafblindness. 

2. Literature Review 

2.1. Greek Pioneering Figures in the field of deafblindness 

2.1.1. Michael Anagnos 

The name of Michael Anagnos belongs to Greece, his fame belongs to the United States, 

but his service belongs to humanity." These words were marked by Guild, the Governor of 

Massachusetts, aiming to describe the loss to humanity at the death of Michael Anagnos 

(AHEPA History, n.d, para. 1). 

According to Arnott (2022) Michael Anagnos, born in 1837 in Papingo, Greece, attended 

high school in Ioannina city before traveling to Athens to study Greek, French, Latin, and 

philosophy. His support for Crete led him to meet and connect with Samuel Gridley Howe 

who helped also the Greek Revolution. In addition, Howe, was the founding director of 

Perkins in the United States, the first school for children with cognitive and intellectual 

impairments (Goldstein, 2024). 

After that, Howe encouraged Anagnos to travel to Boston. At 31, Anagnos arrived in the 

city and began working as a tutor for the Howe family while also teaching Greek to pupils at 

Perkins School and Boston colleges. Afterward, Michael Anagnos became the second 

director of Perkins Institution, focused on improving the printing department and expanding 

the organization's funding (Sanborn, 1907). His efforts to raise $100,000 for books for the 

blind and to establish a printing plant for braille and embossed books were among his first 

and most significant achievements. In fact, Anagnos wrote several reports and books, widely 

sharing his ideas and experiences about education for people who were blind through 

correspondence and school publications (Arnott, 2022). 

In addition, he took care of the musical education of Perkins students because he believed 

that music could be a field of vocational rehabilitation for the blind. He adopted courses as 

well as pedagogical techniques for the optimal physical and mental development of pupils 

with deafblindness and operated programs for the employment of the blind in industry, 

intending to make the blind self-sufficient adults for the society (Metapedia, n.d.).He also 
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focused on the need for a kindergarten for children who were blind younger than nine years 

old, and finally, he founded the first one outside Boston. Before that, the kindergarten 

legislation was available only for students nine years old or older as a requirement (Arnott, 

2022). 

"Mr. Anagnos became familiar with the whole history and method of instructing the deaf-

blind, and was himself an ardent advocate of the articulating method for the deaf in general" 

(Sanborn, 1907, p. 13). His efforts to assist people with deafblindness have received 

international recognition, particularly for his collaborations such as with Helen Keller a girl 

with deafblindness and her teacher Anne Sullivan, a partnership in which Anagnos was 

responsible for the collaboration among these two women (Goldstein, 2024).  

 2.1.2. Kalliopi Karanikola 

Kalliope Karanikola was born and raised in Athens (1924–2000). She studied in the field 

of agriculture. However, beyond her contributions to agriculture, she also participated in 

missions in Africa and Seoul. With her organizational talent, she greatly assisted in 

structuring the life of the mission. "Kalliopi offers and is offered" (Dimitriou, 2017, p.83) 

In the last decade of her life, she decided to adopt a young boy who was deafblind and 

abandoned. Meanwhile, she traveled to Amerika, and Australia to enhance her knowledge in 

the field of deafblindness, aiming to support her son better. Kalliopi organized meetings with 

other families and experts to exchange knowledge and share updates on new skills and 

experiences she had learned from her travels (Dimitriou, 2017). In 1992, she invited the 

French psychologist Jacques Souriau, the director of the School for Deafblind in Poitiers, to 

Greece. He provided advice and planning for the teachers and visited the homes of each 

family to offer guidance to the parents. She also collaborated with the John Tracy Clinic, 

which provided services for families and children with hearing loss in Los Angeles, 

California (John Tracy Center, 2024). She took correspondence courses and sent letters to 

inform them about the progress of her son, Kosmas, with specialists actively responding to 

her updates (Dimitriou, 2017).  

Additionally, Dimitriou (2017) mentioned that Kalliopi distributed leaflets containing 

theories, information, and experiences she had gained from the special centers she had 
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visited, as well as brochures she collected that could be useful to others. In 1992, Kalliopi, 

along with other parents of children with deafblindness, they also founded the first 

association for people with deafblindness in Greece, called “ILIOTROPIO”. This initiative 

encouraged both Greek and international parents and professionals to support the cause, 

helping raise awareness and increase resources for people with deafblindness (Dimitriou, 

2017; Nellopoulou, 2021). 

In Dimitriou’s book, it is also mentioned that "She was always a proud and tireless 

mother to little Kosmas" (Dimitriou, 2017, p. 86). In particular, there is a reference to 

Kalliope in relation to Kosmas that highlights her unconditional love and support. In January 

2000, the traffic situation in Athens was very difficult due to a taxi strike. However, Kalliope 

used public transport to attend the doctor’s appointment she had scheduled for Kosmas. From 

the previous night, Kalliope had been experiencing intense pain caused by a heart attack. Yet, 

nothing stopped her from caring for the people she loved (Dimitriou, 2017). 

2.2. Deafblindness (DB)  

According to the World Federation of the DeafBlind (2018), deafblindness (DB) is a 

distinct disability, affecting 0.2% to 2% of the worldwide population. Similarly, the European 

Parliament (2004) recognized this condition as unique due to the symptoms of deafblindness 

and the challenges in defining it (Orfanos, 2004). Consequently, deafblindness is classified 

based on when the symptoms first appear and the degree of autonomic functioning in a 

person. Individuals with deafblindness have different degrees of hearing and sight 

impairment, leading to their categorization into two main groups (congenital and acquired). 

From a deafblind individual's perspective, whether this condition is congenital or acquired, 

three daily life challenges are common: obstacles in communication and social interaction, 

information gathering and spatial orientation, and unrestricted movement (Jaiswal et al., 

2018). 

In a letter to PanHellenic Association of DB in Greece named “ILIOTROPIO”, in 2018, 

psychologist Souriau mentioned, among other things, that deafblindness can easily be 

overlooked due to its rarity and the likelihood of being mistaken for other handicaps 

(PanHellenic Association of Deafblindness “ILIOTROPIO”, 2024). Deafblindness has 

numerous causes, such as infections, illnesses, and metabolic problems in newborns. 
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However, Usher Syndrome, a genetic condition, is considered the most frequent cause 

(Charmpatsis et al., 2023). Deafblindness presents profound challenges not only for those 

who experience it but also for their families, relatives, and the professionals who work and 

interact with them (Miles, 2008). The aforementioned data underline the importance of a 

caregiver's presence in the lives of people with deafblindness, as a multidimensional 

condition like this requires targeted care from educated and dedicated individuals (Boers, 

2015). 

2.3.  Caregivers 

A caregiver is an individual who assists another person by helping to meet their everyday 

needs. In this point, we can distinguish between informal and formal caregivers. Formal 

caregivers have received specific training and education in caregiving and are compensated 

for their services. On the other hand, informal caregivers, known as family caregivers, 

provide support and care to friends or family members, typically unpaid. A caregiver assists 

an ailing or vulnerable person, an elderly parent, another relative, or an unrelated person, 

usually in their home (Oh et al., 2024). 

Being a caregiver is not always easy, and often comes with a variety of challenges. In 

more detail, throughout recent years, research has revealed the physical, emotional, and 

financial consequences for caregivers who ceaselessly cooperate and coexist with people in 

need, as well as their high levels of stress. These consequences might affect their quality of 

life (QoL) (Jia et al., 2021). The concept of QoL attempts to describe an individual’s or 

population’s well-being concerning all aspects of their life, both negative and positive, at a 

specific point in time (Glozman, 2004).  

According to Ding et al. (2021), caregiving can sometimes lead to positive outcomes, 

such as feelings of satisfaction and emotional rewards from supporting family members. 

However, caregivers also face a high risk of experiencing psychological challenges and mood 

swings (Lloyd, 2016). There is a plethora of studies that focuses on the relationship between 

caregivers and people who are in need. Some prioritize studying professional, financial, and 

practical issues. In contrast, others focus on analyzing the feelings, the thoughts, and the 

overall experience of both parties involved. Ferraris (2023) examined this reciprocal 

relationship, highlighting that the interaction between caregivers and their close ones is an 

important factor in both parties' well-being. In particular, the findings showed that the carers 
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had higher wellbeing results when they were supported by a collaborative network of friends 

and family which, in turn, positively impacts the care recipient. In addition, except for the 

external assistance and support, also for the caregivers the interaction among the people who 

cared was important, by making caregivers feel more connected to the care recipient, less 

stressed, and more willing to continue providing care, implying that there is a mutual benefit 

from these dynamics.  

2.4. Caregivers and Deafblindness 

In the domain of deafblindness, the term communication partners is often used to 

describe the role of caregivers. This term perhaps captures elements of the relationship 

between both communication partners and draws attention to the necessity of accommodating 

an individual’s varied communication needs so that multimodal ways of communication are 

considered, including a blend of spoken language, signs, gestures, and symbols (Cockerill, 

2009). Indeed, creating communicative ways to achieve meaningful conversations with a 

person with deafblindness is the biggest challenge faced by communication partners (Boers, 

2015). 

These kinds of responsibilities, combined with a strong sense of duty, can be quite 

tiresome and even exhausting (Cejalvo et al., 2021). As a result, caregivers of people who are 

deafblind may face various challenges, including psychological pressure as well as social and 

economic difficulties (Arcous et al., 2024). However, one of the most common challenges for 

caregivers is understanding how to communicate meaningfully with a child who is deafblind 

(Miles, 2008). 

The challenges caregivers face can be complex, but with targeted strategic methods, they 

can certainly be addressed (Miles, 2008). It is of great importance to provide social and 

psychological support. This kind of help provided to the caregivers is a fundamental step to 

decrease their stress and handle their physical or mental health issues by receiving 

professional assistance (Simmons, 2022). Of course, at the very same time, caregivers of 

people with deafblindess also have a lot of positive effects on their lives, as a result of their 

special bond with the people that they help and communicate with, thus obtaining happy 

feelings and meaningful moments (Damen et al., 2021). 

The family is usually the first support system in children's lives; for this reason, it plays a 

crucial role in their overall development (Frosch et al., 2019). This is especially true for 
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people with deafblindness, since a lot of them have additional cognitive and physical 

impairments and rely on the caregiver's support, depending also on the degree of disability 

and its type (Dammeyer, 2014). According to Arcous et al. (2024), the quality of life for a 

person with deafblinness is significantly impacted by the quality of support that they receive 

from their caregivers, the way that they communicate, and interact. 

According to Hart (2010), to succeed in an equal and positive relationship between 

individuals with deafblindness and their communication partners, a common touchpoint 

needs to be created through mutual respect and trust. Based on "relationship's elements", both 

partners play a co-creative role, in developing a common way of communication when "both 

partners bring their complete selves to communicative exchanges" (Hart, 2010, p. 67). 

Through this collaborative approach, where both members actively influence each other, they 

can discover strategies and use their potential to adapt to and overcome challenges together in 

a supportive way. 

2.5. Caregivers’ Resilience 

An important factor for the wellbeing of the caregivers is their resilience. Particularly, the 

caregiver's resilience is related to their general ability to fulfill their duties without 

compromising their daily functioning or psychological health (Thurgood &Schuldt, 2013). As 

Raja and Ashrafi (2018) state, people who educate themselves on how to adopt healthy 

coping skills from an early age could have the ability to overcome problems effectively and 

enhance their resilience. Over the years, studies have revealed that teaching children a variety 

of coping strategies, such as seeking social support, practicing deep breathing, using humor, 

and engaging in problem-solving, etc., can improve their ability to manage stress effectively 

(Dalley & McMurtry, 2016; Hildenbrand et al., 2011; Yadav et al., 2020) .  

However, resilience is a challenging term to define since a precise and straightforward 

identification of this term does not exist. Specifically, its definition as a construct can vary 

amongst individuals, organizations, societies, and cultures(Southwick et al., 2014). However, 

the American Psychological Association states that resilience refers to the ability of an 

individual to effectively cope with adversity and hardship in life, particularly by exhibiting 

mental, emotional, and behavioral adaptability and adjusting to internal and external 

demands. In addition to "bouncing back" from these challenging times, resilience can entail 

significant personal development (APA Dictionary of Psychology, 2018).  
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This study, however, will focus on the positive aspects of the coexistence of caregivers 

and people who are deafblind by exploring coping strategies and resources that could ensure 

caregivers' resilience in hopes of more effective interaction between them (Martens et al., 

2017).  

2.6. Resilience and Coping Mechanisms 

The coping mechanisms are identified as the emotional meta-strategies, methods, and 

skills needed to cope with and adapt to stressful conditions (de la Fuente et al., 2021).In other 

words, they are strategies that indicate an essential element for the adjustment process to 

difficult situations(Sampogna et al., 2021). In fact, coping mechanisms are strategies such as 

meaning-focused, problem-focused, social coping, seeking social support, and emotion-

focused that people employ to deal with stressful factors (Algorani & Gupta, 2023). Effective 

application of these coping mechanisms helps people become more resilient over time by 

enhancing their capacity to overcome challenges and obstacles (Sampogna et al., 2021). The 

relationship between coping strategies and resilience is mutually supportive. Macía et al., 

(2021) mention that resilience is a result of the application of effective coping mechanisms, 

and resilience allows individuals to employ these mechanisms in more adaptive ways (Booth 

& Neill, 2017). 

3. Research purpose and questions 

The objective of this study is to identify and display the challenges faced by Greek 

caregivers of individuals who are deafblind during their professional and personal duties. 

This study specifically aims to comprehend the potential impact of these challenges on 

caregivers' lives while also investigating the coping strategies they employ to maintain their 

resilience. 

Finally, the present inquiry, with a focus on the Greek context, aims to enhance the 

existing research in the domain of Deafblindness by gaining insight into the strategies 

employed by professionals, family members, and relatives who coexist or work with people 

who are deafblind. Through this exploration, this study seeks to provide a basis for further 

research about the potential association between resilience and quality of life for caregivers 

and individuals with deafblindness. 
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3.1. Research Questions 

How do caregivers define and describe the challenges that arise when they are supporting 

or communicating with people who are deafblind? 

This then leads to the following sub-questions to further examine this topic: 

1. What resilience strategies do caregivers apply while interacting with people who are 

deafblind?   

2.  In what ways do caregivers describe how strategies help them overcome challenges? 

3. What changes can be made to support and strengthen resilience in caregivers, both 

psychologically and practically? 

4. Methods 

This chapter focuses on the methodology used to address the study's research question. 

The research design adopted is a cross-sectional one, with a mixed-methods approach. For 

the purpose of this research, data were collected from a questionnaire created by the 

researcher, that included open-ended and closed questions, standardized scales, and a 

Figure 1. Flowchart illustrating the process of questionnaire creation, distribution, 

classification, data entry, and analysis. 
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sociodemographic questionnaire. Data analysis was conducted using ATLAS.ti 24 for 

qualitative data and Microsoft Excel for quantitative data, managing to identify key themes, 

patterns, and relationships. Ethical considerations, including informed consent and participant 

anonymity, were prioritized throughout the study. This methodology was selected to 

investigate caregivers' coping mechanisms when interacting with individuals who are 

deafblind in Greece and assess their ability to manage related demands. It explores 

caregivers’ definitions of caregiving and communication with deafblind individuals, as well 

as the relationship between these variables and the participants' resilience and their overall 

quality of life. The complete methodology is also shown in the flowchart in Figure 1. 

4.1. Research Design  

This study follows a cross-sectional research design and employs mixed methods to 

examine the challenges and coping strategies of caregivers working with individuals who are 

deafblind. Both qualitative and quantitative research tools were used, in order to combine the 

strengths of each research method (Denscombe, 2021).  

Specifically, the primary data was extracted from three types of research tools. First, a 

self-designed questionnaire was used, incorporating both open-ended and closed questions. 

The open questions provide the participants with the ability to freely express themselves, 

decreasing the possibility of biased answers (Denscombe, 2021). Second, two pre- existing 

standardized scales were applied: the Professional Quality of Life Scale (ProQOL) (Stamm, 

2010) and the Brief Resilience Scale (BRS) (Smith et al., 2008). Those were selected as 

secondary tools, that could give a more objective idea of the caregiver’s experience and help 

us make some observations (Burke et al., 2019). Lastly, a sociodemographic questionnaire 

was designed to collect background information, ensuring contextual understanding of 

participants' responses.  

4.2. Procedure 

Participants completed the entire survey online. To begin with, the participants were 

introduced to the general supporting information about the survey and the consent form that 

they had to fill in. Additionally, they were informed that their anonymity was ensured 

throughout the survey. However, the questionnaire included a section where participants 

could optionally provide their email addresses to receive a summary of the results when the 
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study was completed. In the next steps, they answered the questions in the order described in 

the research design section. The survey took approximately 10 minutes to fill out.  

Lastly, following the approval of the research proposal, the study was officially included 

in the list of student research of the Pedagogical and Educational Sciences, department at the 

Faculty of Behavioral Sciences, University of Groningen. 

4.3. Participants 

Regarding the sampling of this questionnaire, the participants consisted of caregivers 

from different deafblind institutions/schools in Greece, and a variable group of 

communications partners, including psychologists, educators, caregivers, occupational 

therapists, social workers, and family members/ relatives. The total number of participants 

was 17:  two family members/relatives of individuals with deafblindness, eleven professional 

caregivers, and four other experts (a psychologist, a special education teacher, a social 

worker, and an occupational therapist). The participants’ ages were between 27 and 60 years. 

Table 1 details the sample’s demographics, including gender, age, education, etc. The 

educational level of the participants in the study was as follows: 1 participant held a High 

School diploma, 4 participants had a Bachelor's Degree, 10 participants possessed a Master's 

Degree, 1 participant had a Ph.D. or higher, and 1 participant listed their education level as 

"Other" (IEK). 

 Table 1. Demographics of the sample. 

Demographic n % 

Gender 

Male  4 24% 

Female 13 76% 

Age      

Group 1: 20-30 4 23% 

Group 2: 30-40 6 35% 

Group 3: 40-50 4 24% 
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Group 4: 50:60 3 18% 

Education Level  

High School 1 6% 

Bachelor's Degree 4 23% 

Master's Degree 10 59% 

Ph.D or higher 1 6% 

Other 1 6% 

Years of Experience  

Experience:  1-5 7 41% 

Experience:  5-10 3 17% 

Experience: 10-15 3 18% 

Experience: 15-20 3 18% 

Experience:More than 25 years 1 6% 

Relationship     

Family member/relative 2 12% 

Professional Caregiver 11 65% 

Other: psychologist, social worker, special educator, οoccupational 

therapist 
 

4 23% 

 

4.4. Instruments  

The platform used for the three questionnaires is Qualtrics.xm, which is simple in its use 

and easily distributed digitally. Furthermore, the use of Qualtrics.xm ensures the anonymity 

of participants, as it allows the researcher to collect responses without accessing personal data 

(Qualtrics XM, n.d.). Furthermore, the data from the questionnaires was analyzed by using 

the ATLAS.ti 24 software which can be applied to distinguish different codes, patterns and 

themes (Schebesta, 2018). Atlas.ti 24 is a software designed to help in qualitative data 
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analysis, and can be used in various areas, such as engineering, education, healthcare and 

more. In general, a free demo version of ATLAS.ti is available for small-scale projects. If 

individuals need to upload more than 10 documents, they should use the demo version by 

purchasing a license key (Soratto et al., 2020).  

4.4.1 Questionnaire developed by the researcher 

In this part of the survey, the participants were invited to answer the following self-

structured questions: 

1) Do you use specific coping mechanisms (thoughts and behaviors used to manage 

stress in both internal and external situations) while interacting with people who are 

deafblind?                                                                                                                               

This is a closed question. The participant could choose between the following 

answers: A) All (B-D) B) Problem-focused C) Emotion-focused D) Meaning- focused 

E) Social Copying C) Other 

2) Could you please elaborate on your answer to Question 1 shortly, and give an 

example?  

This is an open-ended question. 

3) Which communication tools do you frequently utilize while being a caregiver? 

This is a closed question. The participant could choose between the following answers: 

A) Sign Language B) Tactile Sign Language C) Haptic Signs D) Other  

4) What kind of challenges do you face when you are supporting or communicating with 

people who are deafblind? 

This is an open-ended question. 

5) What specific barriers to communication do you face in your caregiving relationships 

with people who are deafblind, and could you elaborate on how and why you 

experience them? 

This is an open question. 
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4.4.2. Standardized questionnaires  

Professional Quality of Life Scale (ProQOL) 

ProQOL is a thirty-item self-report questionnaire, that measures Burnout, Secondary 

Traumatic Stress, and Compassion Satisfaction in helping professionals. It takes 

approximately 5 minutes to fill out. A quantitative evaluation of the participants' professional 

quality of life will be obtained by having them assess their experiences on a Likert scale 

(scale from one to five). While higher scores on Burnout and Secondary Traumatic Stress 

may point to potential difficulties, higher scores on Compassion Satisfaction indicate a 

positive work experience(Stamm, 2010). Furthermore, ProQOL has been shown to have 

strong validity and reliability, making it a widely used tool in assessing the professional 

quality of life for various experts, such as nurses, child protection workers, psychologists, 

etc., (Boni et al., 2022; Geoffrion et al., 2019; Hegarty & Buchaman, 2021). 

Each participant's score on the Compassion Satisfaction, Burnout, and Secondary 

Traumatic Stress subscales is grouped as follows: Low: Scores of 22 or less, Moderate: 

Scores between 23 and 41, High: Scores of 42 or more (Stamm, 2010).Concerning BRS, the 

analysis is conducted with items 3 and 5 are reverse-scored. The total score is calculated by 

adding the scores for all six items, and the average score is calculated by dividing the total 

score by the number of items. The scores are categorized into high resilience (above 4.0), 

moderate resilience (around 3.0), and low resilience (below 3.0). 

For this study, an overall score was used to provide a comprehensive measure of the 

caregivers’ experiences. Moreover, professionals could find the scale helpful for self-

monitoring their level of satisfaction and as a reminder to take care of themselves. In 

addition, service managers who want to promote employee well-being can also use ProQOL 

to monitor professional quality of life, in order to guide decisions regarding leave, workload, 

and other matters. 

Brief Resilience Scale (BRS) 

          Smith et al. (2008) developed the 6-item Brief Resilience Scale (BRS). The six 

items measure a person's capacity for recovering from stress. The BRS was found to be valid 

and reliable across various groups and cultures, such as caregivers, students, patients etc., 

(Lai & Yue, 2014; Sánchez et al., 2021; Shukla et al., 2022). Resilience levels will be 

evaluated primarily by using the BRS as the outcome measure, with the scores ranging from 
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1 (strongly agree) to 5 (strongly disagree). In order to score the BRS, items 2, 4, and 6 are 

reverse coded, and then, the mean of the six items is calculated (Konaszewski et al., 2020). 

The higher the score, the greater the level of resilience. The scores are categorized into low 

resilience (1–2.99), moderate resilience (3–4.30), and high resilience (4.31–5).  

4.5. Data Analysis 

The data extracted from the closed and open-ended questions were analyzed with 

ATLAS.ti 24, which is mainly used for coding, categorizing, and identifying themes within 

qualitative data, such as interview transcripts, focus group discussions, and textual documents 

(Boya, 2023; Souto-Gómez et al., 2023). An important part of the analysis, to ensure clear 

and structured findings, was to categorize participants’ answers into codes, based on patterns 

and themes identified in the data. (Soratto et al., 2020). The data from the questionnaires 

revealed two code themes, challenges and coping mechanisms. Additionally, this software, 

the access to which was provided by the University of Groningen, was used to answer the 

main research question and the sub-questions, respectively. Microsoft Excel was utilized as 

well for data visualization. The following paragraphs aim to describe the analysis. 

First of all, the researcher uploaded the seventeen documents from the questionnaires to 

ATLAS.ti 24. Additionally, the study’s key questions were written into ATLAS.ti 24, which 

were used to classify the responders’ answers based on the answer’s underlying theme. For 

an accurate classification using ATLAS.ti 24, the researcher first highlighted words or 

sentences from each response that were considered key points, and then made quotations, 

based on the main research question and sub-questions, that served as the themes.  

Following the creation of themes, codes were formed. The researcher studied the themes 

and identified repeating patterns or trends within and among the themes. For instance, many 

participants mentioned barriers related to communication, while others discussed emotional 

difficulties and other challenges. Based on the discovered patterns, the coding categories 

were formed, reflecting the challenges and coping mechanisms participants face:  

Challenges identified were transcribed into the following codes (Appendix 2): 

Communication Barriers, Health Issues, Emotional Obstacles, Diversity in the needs and 

characteristics, and Intervention, Training, and Service Obstacles/Limitations. Throughout 

the analysis, it was important to examine whether these challenges were not only related to 

the experiences of individuals with deafblindness, but also whether they reflected the 
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caregivers' difficulties. For instance, one participant’s response addressed the hurdle they 

faced due the individual’s with deafblindness struggle to communicate their needs. 

Caregivers seemed to struggle as well with communication, as the caregiver lacked 

knowledge of alternative communication methods and did not know how to communicate 

with the person with deafblindness. The codes helped at identifying and clarifying such 

distinctions. 

However, in the case of coding coping mechanisms, additional literature was used to 

support the final code selection (Appendix 3). Lazarus and Folkman’s transactional theory of 

stress and coping categorized coping in problem-focused and emotion focused coping 

(Lazarus & Folkman, 1984; Stanisławski, 2019). Algorani and Gupta (2023) added two more 

categories to the ones Lazarus and Folkman identified, meaning-focused and social-coping. 

Those four categories are also used for the purpose of this research. 

The coding process was reviewed to ensure the themes accurately reflected the 

participants’ responses. Additionally, university seminars (Qualitative Research Group) on 

coding techniques and supervisor feedback ensured the correct use of those analysis 

techniques in this step. 

The final step was to identify the perspective from which these responses were given. In 

that regard, Microsoft Excel was used to calculate the scale scores and the average scores of 

the two standardized questionnaires (Smith et al., 2008; Stamm, 2010), as well as for the 

demographic data. Excel was also used to create tables and graphs, achieving a clear and 

appealing visualization of the results.  

5. Results 

In this section, the results of the coding process, the scale scores, and the 

sociodemographic data from the questionnaires will be presented. 

5.1. Challenges 

Based on participants' responses regarding the challenges, the following categories were 

identified: 1) communication challenges from the perspective of the person with 

deafblindness and the caregiver, 2) health-related issues, 3) emotional difficulties, 4) diversity 

in needs and characteristics, and 5) challenges of intervention, training obstacles and 

services’ limitations. 
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1) Communication Challenges  

a) The perspective of individuals with deafblindness. 

Caregivers report challenges in expressing, understanding, and receiving information, 

identifying and expressing personal needs and their emotions, and overall perception of their 

environment from the perspective of individuals with deafblindness. One participant 

remarked, "The most common issue is that they struggle to communicate their emotions and 

needs". 

b) The perspective of caregivers.  

From the caregiver's perspective, communication challenges include personal difficulties, 

knowledge of alternative communication methods, consistent use of these methods between 

caregivers, and difficulty in giving clear instructions. One participant mentioned that "The 

main obstacle is often the difficulty in understanding instructions when giving a directive or 

command to the person. In Greece, intervention efforts, such as teaching sign language and 

Braille, are still lagging. Additionally, alternative communication methods, such as Applied 

Behavior Analysis (ABA), are not widely known among educators, and consequently, not 

among students either". 

2) Health issues 

In relation to the second category: health issues, the participants identified challenges for 

people with deafblindness, including physical pain, comorbidities, variations in sensory 

impairments, and limited cognitive abilities. One participant listed this as follows: "Not all 

individuals with deafblindness have the same ability to understand tactile programs that 

would help them perceive time, people, and other projects. Some children have cerebral 

palsy, which makes it difficult for them to use their hands for producing signs, etc.". In 

addition, another respondent pointed out that "Aggressive behaviors arise when they 

experience physical pain". 

3) Emotional Obstacles  

Caregivers reported various emotional obstacles faced by people with deafblindness, 

including barriers to emotional expression, feeling misunderstood, and unwillingness to 

participate in activities. Other challenges include anxiety, social anxiety, low mood, refusal or 

lack of motivation, passiveness, and psychological-emotional struggles. For instance, one 
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participant explained, "Psychological-emotional challenges, mainly due to lack of 

communication. The person shows refusal and lack of motivation to communicate because 

they feel misunderstood." 

From the perspective of professionals and caregivers, emotional obstacles include a lack 

of patience and feelings of anxiety. One participant shared, "I can’t communicate. I am not 

familiar with individuals who are deafblind, and there is no interaction. Similarly, another 

participant mentioned, "I find it difficult to be patient while waiting for them to understand 

the concepts." Another important factor, according to participants' responses, was the 

difficulty families had in fully accepting the condition of deafblindness. One participant 

pointed out, "The family plays an important role in the design and success of the program. 

Sometimes, there is partial acceptance of deafblindness. Lack of acceptance or denial of the 

situation".  

4) Diversity  

The fourth category is about the challenges referenced to diversity in the needs and 

characteristics of the individuals with deafblindness. These consist of heterogeneity, 

regarding the chronological age, and communication level of the person with deafblindness. 

The need for individualized approaches is also emphasized, along with variations in learning 

capacities, sensory impairments, and individual strengths and weaknesses. Specifically, one 

participant's response was, "Deafblindness has a vast range of conditions, and each individual 

has unique strengths and weaknesses". Additionally, one participant identified accessibility 

barriers regarding people with deafblindness," difficulties accessing various points in the city 

we live in".  

5) Intervention, training and services’ limitations 

The last category of challenges is about the barriers that both caregivers and people with 

deafblindness experience in relation to the intervention process, training, and services. One 

participant shared, "Many people with deafblindness have comorbidities that create additional 

problems in conducting interventions, whether in open or enclosed spaces." Furthermore, 

some participants referenced obstacles related to cooperation among schools and families. 

For example, one participant noted, "Lack of cooperation between school and family". In 

addition, families face difficulties in selecting the proper school or organization for their 

people. One participant also stated, "One challenge is selecting the proper support 
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framework, as each individual is unique and faces specific difficulties. Additionally, 

intervening and training the individual's family can be quite demanding."  

Similarly, the caregivers pointed out that there was an inconsistency in the 

communication method, or the efforts shown toward individuals with deafblindness. For 

instance, one participant mentioned, "Everyone must communicate consistently with each 

student, using the communication method that has been chosen as the most suitable for them. 

This approach must be upheld by all professionals, at home, and in other settings. This is 

often a challenge". Other caregivers mentioned unwillingness or ignorance by educators and 

caregivers to apply or adopt particular interventions.    

Notably, the deafblind population is often overlooked in several areas, including access 

to alternative communication systems, the provision of tailored services, and involvement in 

decision-making about their own lives. One participant characteristically said that "Students 

with deafblindness and multiple impairments often grow up learning to be passive. 

Developing the ability to make choices and advocate for their own needs and desires is a skill 

that must be taught, yet it is frequently overlooked". 

 It is of interest to mention as well that many caregivers and educators were unfamiliar 

with the unique needs of individuals with deafblindness. These challenges are made worse by 

limited learning opportunities, inadequate implementation of communication strategies, and 

time constraints, which were among the clearest issues reported. One participant in the study 

noted, "The child may not have received services tailored to their specific needs, resulting in 

insufficient support and limited learning opportunities. Consequently, this lack of 

intervention can lead to restricted intellectual and cognitive development". 

5.2. BRS and ProQOL Scales 

Table 2 demonstrates the results of the two questionnaires. In the table were gathered the 

information for each participant about the BRS and the ProQOL, as the total average. The 

ProQOL scale categorizes scores into three subscales: Compassion Satisfaction, Burnout, and 

Secondary Traumatic Stress, with the following groupings: Low (22 or less), Moderate (23–

41), and High (42 or more) (Stamm, 2010). Similarly, the BRS scores indicate levels of 

resilience, classified as high (above 4.0), moderate (around 3.0), and low (below 3.0). This 

suggests the challenges caregivers face and the potential impact these challenges have on 

them. 
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Table 2. Questionnaire results. 

Subject 

Number 
(ProQOL) 

 
(BRS) 

1 
CS:45, 

B:20, STS:24 

High Satisfaction, Low Burnout, 

Moderate STS 
4,1 

2 
CS:41, 

B:20, STS:22 

Moderate Satisfaction, Low 

Burnout, Low STS 
3,6 

3 
CS:41, 

B:19, STS:24 

Moderate Satisfaction, Low 

Burnout, Moderate STS 
4 

4 
CS:35, 

B:26, STS:24 

Moderate Satisfaction, Moderate 

Burnout, Moderate STS 
3,1 

5 
CS:24, 

B:35, STS:30 

Moderate Satisfaction, Moderate 

Burnout, Moderate STS 
2,5 

6 
CS:49, 

B:16, STS:23 

High Satisfaction, Low Burnout, 

Moderate STS 
3,3 

7 
CS:29, 

B:31, STS:33 

Moderate Satisfaction, Moderate 

Burnout, Moderate STS 
3 

8 
CS:39, 

B:25, STS:29 

Moderate Satisfaction, Moderate 

Burnout, Moderate STS 
3,5 

9 
CS:49, 

B:17, STS:22 

High Satisfaction, Low Burnout, 

Low STS 
4,5 

10 
CS:45, 

B:27, STS:20 

High Satisfaction, Moderate 

Burnout, Low STS 
3 

11 
CS:41, 

B:20, STS:20 

Moderate Satisfaction, Low 

Burnout, Low STS 
3,8 

12 
CS:32, 

B:29, STS:31 

Moderate Satisfaction, Moderate 

Burnout, Moderate STS 
3,1 
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13 
CS:45, 

B:25, STS:33 

High Satisfaction, Moderate 

Burnout, Moderate STS 
2,1 

14 
CS:39, 

B:32, STS:35 

Moderate Satisfaction, Moderate 

Burnout, Moderate STS 
2,5 

15 
CS:35, 

B:31, STS:30 

Moderate Satisfaction, Moderate 

Burnout, Moderate STS 
2,1 

16 
CS:40, 

B:26, STS:22 

Moderate Satisfaction, Moderate 

Burnout, Low STS 
3,5 

17 
CS:38, 

B:26, STS:24 

Moderate Satisfaction, Moderate 

Burnout, Moderate STS 
3,5 

  
AVERAGE AVERAGE 

  
(CS): 39.24  Moderate 3.25 

  
(B): 25.00    Moderate 

Moderate   

Resilience 

  
(STS): 26.24   Moderate 

 

 

 The scores on both scales depict that, on average the caregivers' BRS is 3.25% 

(moderate). Similarly, the ProQOL scores indicate moderate levels across the dimensions of 

Compassion Satisfaction (CS): 39.24, Burnout (B): 25.00, and Secondary Traumatic Stress 

(STS): 26.24 as well. 

5.3. Coping Mechanisms 

First, the author of this study presents a pie chart (Figure 2) that displays the number of 

participants who chose specific coping mechanisms. In addition, Table 3 provides more 

detailed information on how these strategies are defined. 
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 Figure 2. Coping Mechanisms based on the author’s questionnaire. 

 

Most participants (7 out of 17) chose social coping as their most preferable coping 

mechanism which was referenced in bseven ways. In more detail, it seems that the caregivers 

help them to seek support and help from other caregivers, their psychologist, and an 

interdisciplinary team. Furthermore, it is important also to gather information and discuss it 

with the family of the person who is deafblind, together with being in contact with relatives 

and acquaintances.  

The next more popular response is problem-focused (5 out of 17), a fact that depicts that 

caregivers prefer to find immediate solutions when a difficulty arises. In fact, they try to give 

attention to all facial and body expressions of the individual who is deafblind. Other 

caregivers place great emphasis on trying to determine the potential reasons that affect the 

person with deafblindness, identifying also the communication signs, and ruling out the 

physical pain. Another tactic is to be present and attentive to the person in order to make the 

necessary behavioral adjustments. 

The other two strategies received an equal number of responses. Specifically, the 

emotion-focused strategy was selected by 2 participants. Notably, these participants 

mentioned techniques such as promoting relaxation for people with deafblindness and using 
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joy and distraction techniques to relieve stress. However, one caregiver, chose as an option 

"other": The caregiver prefers to use a combination of techniques, recognize the potential of 

individuals with deafblindness, and build a therapeutic connection with them. 

Table 3. Coping mechanisms and examples based on the open and closed questionnaires. The 

most frequently mentioned example is on the top of each column. The examples that were 

mentioned several times are written in bold. 

Coping Mechanisms Description 

Problem-focused - Attempting communication 

- Absence of physical pain 

- Being more present, observant, and prepared 

- Finding solutions to specific challenges 

- Clarifying the issue 

- Finding the appropriate approach 

- Identifying external triggers 
 

- Attention 

- Attention to facial and body language 

- Patience and attentiveness 

- Understanding non-verbal communication and sign language 

- Efforts to alleviate or stop dysfunctional behavior 

- Observation of expressions 

- Behavioral adjustment 

Meaning-focused - Purpose reminder 

- Building self-confidence in individuals with deafblindness 

Social coping - Assistance from the person's caregivers 

- Communication with the organization's psychologist and social 

worker 

- Communication with educators 

- Family guidance 

- Interviews with the individual’s parents and therapists 
 

- Support from relatives/acquaintances 

- Help from caregivers 

- Discussion with personal psychologist 

- Collaboration with the interdisciplinary team 

Emotion-focused - Promoting relaxation and joy 

- Distraction techniques for stress relief 

Other - Use of combined techniques 

- Recognizing the potential of individuals with deafblindness 

- Building a therapeutic connection 
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6.  Discussion 

Throughout the years, several studies have explored the challenges and the impact felt by 

caregivers, including families and siblings of people who have impairments. However, the 

literature about the impact of the challenges and the strategies employed by the caregivers of 

those with deafblindness remains limited. This research aimed to shed light on obstacles 

encountered and the coping mechanisms that Greek caregivers (family members/relatives and 

professionals) utilize to maintain resilience. 

Specifically, a review by Arcous et al. (2024) worked on finding the social and 

psychological consequences of deafblindness for siblings. In more detail, some of the 

consequences are based on their feelings, such as the emotion of anxiety, embarrassment, 

neglect, resentment, and jealousy. At the same time, obstacles were observed also in relation 

to forming relationships outside for the family system, and to avoid, or have limited 

interaction with their siblings with deafblindness. These aspects, except for anxiety, were not 

identified in that study, however it could be interesting to explore those aspects of 

psychological and social impact on Greek caregivers as well, by including family 

members/relatives and professionals. 

Additionally, some of the findings by Lembcke et al. (2016) regarding how caregivers 

manage the challenging behaviors of individuals with deafblindness align with those of the 

current study. For example, in both studies, some caregivers choose to divert the individual's 

attention and focus, while others try to communicate and calm them. Additionally, challenges 

related to individuals with deafblindness exhibiting difficult behaviors when experiencing 

internal pain or when they dislike an activity are in line with the findings of this study. 

However, according to Lembcke et al. (2016), two other factors correlated with challenging 

behaviors in individuals with deafblindness are the demands placed on caregivers and when 

their routine is changed or interrupted. In the present study, participants did not mention these 

two factors. 

Furthermore, the findings of this study also reveal that some participants found it 

challenging to collaborate with other caregivers, due to inconsistencies in the practices 

followed. In addition, participants face a major challenge when interacting with individuals 

with deafblindness, because they are not always trained in communication methods 

specifically designed for this population. These findings align with the work of Papazafiri and 
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Argyropoulos (2021), who highlight that some Greek professionals who work in therapeutical 

and educational settings with students who have deafblindness typically have a special 

education background but lack of targeted knowledge on this domain. In fact, only 8.7%. of 

the professionals who had specialization in these areas. Consequently, the findings showed 

that the professionals believed they were unprepared to evaluate, train, plan, and carry out 

inclusion programs for the students with deafblindness. 

Similarly,  Nellopoulou (2021) highlights a significant gap in Special Education training 

in Greece. Her findings shed light on Greek legislation in this field. Specifically, according to 

Greek law, professionals with degrees in Braille and Greek Sign Language can work in 

primary Special Education schools for students with deafblindness. Furthermore, students in 

Special Education programs may never learn about congenital deafblindness unless they 

choose a specific course during their studies. In this context, all three studies, highlight the 

same need for modifications in training, and the importance of ongoing professional 

development and regular updates to their skills to effectively meet the needs of individuals 

with deafblindness. 

In relation to the outcomes from both scales, the findings show that, on average, the 

caregivers exhibit moderate resilience and a moderate professional quality of life. However, 

caused to the limited sample of the participants, these findings might not fully represent the 

broader situation in caregiving in Greece, in the field of deafblindness. Nevertheless, we can 

use this information in a way to provide some recommendations.  

Notably, the majority of participants reported 5–10 years of working experience in the 

field of deafblindness. The years of their work experience could correlate with their 

percentages of BRS and ProQOL respectively. In other words, this could suggest that we may 

notice these scores change over time. In addition, their moderate scores may also be 

influenced by the kind of strategies that caregivers use to cope with the challenges of working 

with people who are deafblind to help or maintain their resilience and quality of life. Hence, 

this could, in turn, help to prevent possible circumstances of burnout and stress for 

caregivers. 

On the other hand, the findings of Papazafeiri and Argyropoulos (2021) show that 

professionals in the field of Special Education often experience higher levels of anxiety and 
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burnout, especially in the early years of their careers, compared to general education 

professionals. Additionally, they appear to show tendencies to leave their profession. 

Meanwhile, a study by Poejo et al. (2024) focused on resilience in patients and family 

caregivers who living with someone who has congenital disorders of glycosylation and 

showed that the family caregivers showed higher resilience coping scores when they received 

professional support or had contact with families that experience the same condition or with 

individuals who have similar or same health issues, compared to unsupported individuals. 

Through these results and based also the Greek caregivers’ answers about the necessity of 

having help from other colleagues, professionals and deafblind’s family, we could suggest 

that with targeted interventions based on social coping mechanisms could enhance coping 

skills and improve the overall quality of life. 

Similarly, another study tried to find the relationship between the professional quality of 

life, burden, suppressive mechanisms, and resilience of the caregivers (Merlo et al., 2021).In 

particular, there was a negative correlation between resilience and compassion satisfaction 

but a positive relationship with secondary traumatic stress and burnout. Through this study it 

is supposed that it would be possible that caregivers who have high levels of Compassion 

Satisfaction are already content with their jobs and do not need to build more resilience to 

deal with stress or difficult situations.  On the other hand, Burnett & Wahl (2015) support that 

the resilience can be positively linked to burnout and Secondary Traumatic Stress, as 

caregivers build resilience to cope with challenges. 

Based on the aforementioned points, it is essential to mention a study by Zografou (2022) 

that explored the quality of life of Greek individuals with acquired deafblindness, providing 

valuable insights into their experiences. The findings revealed that, despite the lack of state 

support, participants reported having a good quality of life, trying to be independent. 

Furthermore, the study highlighted their positive attitude, personal strength, and willpower, 

which can be understood as effective coping strategies. 

In summary, the findings indicate that the resilience levels and the quality of life are 

affected by many factors. These include the working background, years of experience, the 

relationships between caregivers and the individuals they work with or coexist with, and the 

strategies applied by the caregivers and the people with deafblindness. These factors, among 
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others, should be taken into consideration in order to gain a broader understanding and 

provide the necessary support and assistance for both parties. 

With regard to the selection of strategies, it is important to note that the participants in 

this study selected emotion-focused coping mechanisms, using strategies that were aimed at 

supporting the person with deafblindness, rather than focusing also on their own well-being. 

For instance, they would use distraction techniques to relieve the stress of the individual with 

visual and hearing impairments. In that sense, their answers suggest that they do not take 

practical actions towards helping themselves. Consequently, it is recommended that the 

caregivers receive training regarding their emotional awareness, needs, and soothing 

techniques, such as mindfulness, meditation, open dialogue, etc. (Anderson et al., 2017; 

Rambo, 2013). 

The open dialogue is a principle that we find mainly in the systemic family therapy 

(Wampler & McWey, 2020). As Papadioti-Athanasiou and Softa-Nall (2018) mentioned 

creating a supportive environment through open dialogue, allows the people to express their 

true feelings and thoughts while also noticing their behavioral patterns. This process can help 

them release emotional difficulties and potentially adopt new attitudes and behaviors. In this 

way, an atmosphere of mutual respect, understanding, and empathy can be fostered among 

members. 

Furthermore, as it appears from the answers given regarding the challenges and the 

copying mechanisms, other factors such as the working environment and the relationship 

with their colleagues, and family members, play a significant role. On that note, apart from 

focusing only on the person who is deafblind, it is important to take action regarding the 

organization of the working places and the relationships and communication between 

employees. 

To sum up, this data could inform potential strategies within which the caregivers might 

use them as a prompt for self-care and, at the same time, provide the organizations with 

insights to facilitate policy alterations and decision-making to enhance working conditions.  

Some participants found it challenging to collaborate with other caregivers, as well as the 

inconsistency in practices followed between caregivers. Additionally, the caregivers do not 

receive specialized training regarding the care of people with deafblindness. Within this 

framework, it is suggested that it could be helpful if the caregivers participate in trainings, 
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seminars, and workshops regarding the caregiving techniques and stay up to date with the 

current methods.  

Finally, at this point, both Michael Anagnos and Kalliope Karanikola, through their work 

and contributions in the field of deafblindness, collaborated with experts such as teachers, 

psychologists, families of individuals with deafblindness, and the individuals themselves. 

Their efforts were aimed at helping people with deafblindness and their families, by 

distributing books and pamphlets to provide information, knowledge, and raise awareness. At 

the same time, they focused on the potential of individuals with deafblindness, rather than the 

obstacles they face. Finally, they worked hard to integrate people with deafblindness more 

actively into society. The methods and measures they utilized align with the findings of this 

study, where participants selected social coping strategies as the most preferable. This 

highlights the importance of seeking assistance from colleagues, psychologists, or the 

families of individuals with deafblindness. Additionally, the findings also point to the need 

for ongoing education, training workshops, and collaborations to better support those 

working with the deafblind community. 

7. Recommendations, Limitations and Future Research 

As a systemic psychotherapist and now in my new role as an educationalist / 

orthopedagogue in the domain of deafblindness, I believe it is crucial for experts to convey 

the importance of listening to both families and also to caregivers and address the challenges 

they face, aiming for a more comprehensive holistic approach for all members. 

Parental-Family Intervention (PFI), is a clinically based approach designed to equip 

family members/ relatives and caregivers with the skills needed to manage the stressors of 

everyday life and raise a child with significant challenges  (Durand, 2021). This approach is 

grounded in the concept that parental self-efficacy directly and indirectly influences child 

behavior. In practice, Mcintyre (2008) mentioned that by offering parent training support to 

families who have children with developmental disabilities, the outcomes showed reduced 

negative child-parent interactions and child behavior problems. Hence, Greek professionals 

could made aware of such interventions for positive behavior support (PBS) to caregivers of 

individuals with deafblindness. 



 

 

 

35 

 

 Another significant method is the Contact intervention program, developed by Janssen et 

al., (2003) for the domain of deafblindness. This intervention aimed to enhance daily 

interactions between children who are deafblind and their educators, caregivers, and family 

members. Interaction coaches specifically instructed teachers to recognize the children's cues 

and adjust their behaviors, utilizing video analysis as a primary tool. Respectively, in the 

future, if specialist training can provide, such tools could be applied also in Greece. Similar 

interventions such as High-Quality Communication (HQC) investigated by Damen et al. 

(2015) in which video feedback is used to facilitate reflective learning and strategy 

development among families and professionals, could be applied to enhance communication 

dynamics and promote meaningful interactions for Greek children with CDB. 

Another suggestion for the supportive and diagnostic services and experts could be 

groups that include all the parties (professional caregivers, family members/relatives, experts 

and people with acquired deafblindness). The participants could have the chance to learn how 

to work more efficiently with each other and develop strategies to deal with psychological 

and practical challenges that may arise in the interaction. In addition, individuals with 

acquired deafblindness have the right to take part in expressing their needs, sharing 

experiences, and influencing the decisions that affect them, thus determining their appropriate 

support needs. The family, friends of the people with deafblindness could also express their 

experiences related to deafblindness, so as to co- create a common interactive space. 

Through this process, all the participants have the opportunity to investigate new or 

alternative strategies that could assist them to strengthen communication and collaboration 

among them, via mutual understanding and sharing. This collaboration can also be used as an 

occasion for awareness of deafblindness, creating a greater impact on Greek society, 

communicating the results and benefits, perhaps through a workshop and social media. 

To sum up, it is essential to consider the perspectives of both individuals with 

deafblindness and their caregivers to foster an inclusive environment that benefits everyone 

involved. 

Limitations 

While this study attempted to shed light on the perspective of caregivers, in Greece. 

Nevertheless, this approach did not come without limitations. 
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Firstly, while the number of participants in the study may be considered limited, valuable 

insights can still be gained. One of the reasons that the participants were limited might be that 

the questionnaires were distributed online, and therefore they might not have reached enough 

people. Additionally, the online form might have not been appealing to some potential 

participants, especially those of older ages, as they might not be as familiar with technology, 

or maybe did not feel comfortable sharing this information online. Also, caregivers, 

especially those family related, might have very limited personal time to participate.  

An additional limitation would be that the answers of the participants might have been 

influenced by several factors. This topic might be quite sensitive for some participants, which 

could have made them less objective. For instance, in Greece caregiving family members are 

considered an “obligation” and it is more socially accepted (Evason, 2019; Stavrianou et al., 

2018). As a result, talking about the difficult aspects of it might cause feelings of shame or 

guilt. On this account, it might have been helpful to have an additional question regarding the 

type of relationship that the family caregivers had with people with deafblindness, to explore 

if there are significant differences in the participants' answers regarding the challenges they 

face and the strategies they utilize, depending on the type of person with deafblindness they 

care for. 

Although the research included the sub-question 'In what ways do caregivers describe 

how strategies help them overcome challenges?', the data collected in this study did not 

provide sufficient details to answer this fully. While participants mentioned some strategies 

they use, they did not explain how these strategies help them overcome challenges. 

Lastly, we did not have any information regarding the type of deafblindness that the 

caregivers were dealing with, whether it was acquired or congenital. This type of information 

might have provided more insight regarding the difficulties that the caregivers are facing. 

Moreover, it might have been helpful to include a question regarding the type of 

education/information that the caregivers have received, as it might not have been the same 

for everyone, and consequently to observe if this could be an indicator /factor that affects the 

caregivers’ resilience levels.  

Future Research 
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In the long run, when comparing the Greek data with data from other countries we can 

begin to understand what kind of role resilience plays in the perceptions of life, and quality of 

life in caregivers in the domain of deafblindness. 

Meanwhile, the findings show that people who had high or moderate resilience levels, 

tend to report a better quality of life respectively. There seems to be a link or a correlation 

there. So future research could actually observe and measure this relationship in practice 

settings to examine its dynamics. This research in the field of deafblindness could prove 

helpful for offering targeted support methods and programs to both parents, siblings of people 

who are deafblind, and the professionals in this domain. 

Moreover, this data, or similar data, could be used to explore whether families suffer 

more stress than professionals. It is well known that most professional organizations provide 

access to debriefing strategies, supervision sessions on a monthly basis, counseling, and all of 

those support practices (Snowdon et al., 2017). On the other hand, according to Nellopoulou 

(2021) and Rotarou (2018) families and siblings in Greece experience numerous barriers to 

receiving help from support services sector and social supports. In particular, they do not 

have easy access to support due to their financial situation, there are only few institutions and 

they have long waiting lists and limited available spots. Hence, exploring this difference 

among the professionals and the family and siblings of individuals with deafblindness may 

could take into consideration and design prevention measures and tailored strategies to 

support them more effectively. 

8. Conclusion 

      To sum up, this study highlights the strategies and the challenges that caregivers face 

in the field of deafblindness in Greece. Despite experiencing the challenges, with regard to 

the service limitations, the emotional and communication barriers (from both caregivers’ and 

the individuals’ with deafblindness side), and issues about diversity, the caregivers had 

moderate resilience and moderate levels across the three dimensions of Professional Quality 

of life: Compassion Satisfaction, Burnout, and Secondary Traumatic Stress as well. This fact 

might be a result caused by the employment of coping mechanisms such as social interaction 

and problem-solving, etc., which they rely on to address challenges effectively. 
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   Targeted interventions like collaborative workshops, caregiver training, and emotional 

support networks are suggested to address these obstacles. Historical figures such as Michael 

Anagnos and Kalliope Karanikola highlight the significance of advocacy, collaboration, and 

innovation in developing the field of deafblindness’ caregiving. 

Future studies could explore how resilience and quality of life are connected for 

caregivers, taking into consideration available support systems, different types of 

deafblindness, caregiver role, years of engagement, and their educational level. By 

considering these factors, it is possible to enhance both caregiver resilience and the quality of 

support offered to individuals with deafblindness, as both sides have a bidirectional influence 

on each other. 
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10. Appendices 

Appendix 1. Consent Form 

Dear Participants, 

You are invited to participate in Asteriou Ioanna's Master's Thesis entitled "Exploration 

of strategies that promote resilience among caregivers in the field of deafblindness." 

 

The study is being conducted as part of the University of Groningen's "MSc in 

Deafblindness" at the Faculty of Behavior and Social Sciences.The research is listed as one of 

the student projects at the Ethics Committee of the University of Groningen's Pedagogical 

and Educational Sciences. The project is co-supervised by Dr. Marja Cantell and Dr. Paul 

Hart. 

 

Study's goal: The study aims to investigate the coping mechanisms employed by 

caregivers while working with individuals who are deafblind in Greece. It seeks to assess the 

extent to which caregivers can manage the demands associated with interaction with the 

deafblind. The research explores the definitions and descriptions provided by caregivers 
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regarding caring and communicating with the deafblind. Additionally, the study examines the 

relationship between these variables and the participants' self-perceived resilience, as well as 

their overall quality of life. 

The survey has closed and open questions and takes about 10 minutes to fill out. 

 

Anonymity and Confidentiality. This survey ensures participants anonymity; it is 

conducted online, and the respondents cannot be identified through their answers or any other 

means. The researchers will not be able to access the participants' IP addresses, nor are any 

email addresses collected. 

 

Contact Details & Information. The people who are responsible for this project are the 

student and researcher Asteriou Ioanna (who can be contacted via email on 

i.asteriou@student.rug.nl ), and the project supervisors Dr. M. Cantell and Dr. Paul Hart 

(who can be contacted via email on m.h.cantell@rug.nl and/or phart@sensescotland.org.uk ). 

 

Consent: 

By participating in this study, you indicate that: 

 

●You have read the information about the research and had enough opportunity to ask 

questions about it. 

 

●You understand what the research is about, what is being asked of you, the potential 

consequences of participation, how your data will be handled, and your rights as a 

participant. 

 

●You understand that participation in the research is voluntary. You choose to participate 

of your own free will. You can stop participating at any moment without needing to explain 

why. Stopping will have no negative consequences for you. 
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I have read the above information, and consent to participate in this survey: 

Yes, I consent 

No, I do not consent 

I am interested in receiving the final results of the study by giving my email address (this 

will not compromise my anonymity or confidentiality) 

 

Appendix 2.  

Coding with Atlas24.ti 
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Table 1- Challenges reported by caregivers 

 

  

 

Communication 

Barriers 

Health Issues Emotional 

Obstacles 

    Diversity in needs  

    and characteristics  

Intervention, Training, and Service 

Obstacles/Limitations 

Person with 

deafblindness 

 

• Barriers to 

Accessing 

Information   

• Conceptual 

Confusion       

• Difficulty in 

Descriptive 

Language    

• Expression of 

Needs     

• Difficulty 

understanding / 

receiving 

information   

• Expression 

Difficulty      

• Comprehension 

Difficulty  

• Conceptual 

understanding  

• Identification of 

Personal Needs   

• Distraction of 

attention    

•  Limited 

vocabulary      

• Absence/lack of 

Meaning    

• Unfamiliar 

Environment  

• Limited channels 

of expression and 

communication     

• Lack of 

communication   

• Perception of the 

world                    

 

Professionals/Caregivers 

• Alternative Ways 

of Communication 

• Consistency in the 

communication 

method 

professionals 

• Inconsistent 

Communication 

Methods 

• Unfamiliar 

Environment 

• Personal Difficulty 

• Instructions 

Barriers 

• Lack of Knowledge 

of Alternative 

Communication 

• interaction 

• Comorbidities 

• Health Issues 

• Physical Pain 

• Variations in 

Sensory 

Impairments 

• Limited 

Cognitive 

Abilities 

Person with 

deafblindness 

 

• Emotional 

Expression 

Barriers    

• Feeling 

Misunderstood      

• Unwillingness 

of participation  

     

• anxiety    

• Social Anxiety 

•  Lack of Mood  

•  Refusal, lack 

of motivation  

•   Passiveness 

• Psychological-

emotional 

challenges 

 

Professionals/Car

egivers 

 

• Lack of 

Patience 

• Partial 

acceptance 

• Anxiety 

• Lack of 

acceptance 

• Diversity in 

Communication 

Level 

• Diversity in 

chronological age 

• Heterogeneity 

• Variations in 

Sensory 

Impairments 

• Stigma 

• Integration 

• Differentiation of 

Strengths and 

Weaknesses      

• Variations in 

Learning 

Capacity      

• Vast Range   

• Personalization/In

dividualization      

• Negative 

Perception   

• Accessibility  

• Assessment Difficulties 

• Consistence of effort       

• Lack of cooperation 

 between school and 

 family   

• Consistency in the communication 

method professionals 

• Training of Family 

• Unfamiliarity with deafblindness 

• Selection of organization 

• Neglect of Decision-Making 

Education 

• Specific Training 

• Intervention Conduct 

• Unwillingness/ Ignorance of 

Educators and Caregivers 

• Inconsistent Communication 

Methods 

• Lack of Tailored Services 

• Selection and establishment of 

alternative communication systems 

• Services Barriers for Deafblind 

Population 

• Limited Learning Opportunities 

• Limited Progress in Communication 

Interventions 

• Limited Time 

• Lack of Knowledge of Alternative 

Communication 
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Appendix 3.  

Coding with Atlas24.ti 

Table 2-  Coping mechanisms reported by caregivers 

 

 

 

Problem-focused 

(e.g., finding 

solutions to 

specific 

challenges). 

 

Meaning-focused (e.g., 

finding personal 

growth or a sense of 

purpose from the 

experience) 

Social coping (e.g., seeking 

support from people to help 

manage the situation) 

Emotion-focused 
(e.g., using 
relaxation 
techniques). 

Other 

     

• A solution to a 

specific 

problem 

• Absence of 

physical pain 

• Identifying 

External 

Triggers 

• Attempting of 

communication 

• Clarifying the 

issue 

• Finding the 

Appropriate 

Approach 

• Being More 

present, 

observant, and 

prepared 

• Attention 

• Attention to 

facial and body 

language 

• Patience and 

Attentiveness 

• Understanding 

of non-verbal 

communication 

and Sign 

Language 

• Effort to 

Alleviate or 

Stop 

Dysfunctional 

Behavior 

•  Observantion 

of expressions 

• Behavioral 

Adjustment 

• Purpose 

Reminder 

• Built self-

confidence in 

individuals 

with 

deafblindness 

• Assistance from 

the person's caregivers 

• Communication with 

the psychologist and 

social worker of the 

organization 

• Communication with 

educators  

• Family's guidance 

• Interviews with the 

individual's parents 

and therapists 

• Support from 

relatives/acquaintances  

• Help from caregivers 

• Discussion with my 

personal psychologist 

• Collaboration with the 

interdisciplinary team 

• Promoting 

Relaxation 

and Joy 

• Distraction 

Techniques 

for Stress 

Relief 

• Usage of 

techniques 

combination 

• Recognizing 

Deafblind 

Potential 

• Therapeutic 

Connection 


