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Abstract 

The declining ability to interact that accompanies dementia poses significant challenges 

for both family members and formal caregivers of people with dementia. However, 

limited attention has been given to the experiences and needs of deaf people who use 

national sign languages (SLs) because deaf people have largely been excluded from many 

studies. Due to the unique nature of SL as a visual-spatial language, the methods used to 

explore dementia and establish diagnoses in hearing people cannot be directly applied. 

With this doctoral dissertation, I aimed to gain knowledge about social interaction of deaf 

people with dementia, focusing on Finnish Sign Language (FinSL) users, and to improve 

support services for deaf people with dementia. The study had three objectives: 

understanding the effects of dementia on deaf people, exploring strategies for providing 

support, and identifying factors that can enhance the abilities of family members and 

formal caregivers to communicate support. Family members and formal caregivers were 

chosen because they are typical interaction partners and support providers of deaf people 

with dementia. The dissertation comprises three published peer-reviewed articles. 

Study I gathered family members’ perceptions of changes in communication with deaf 

parents with dementia. Study II analyzed video recordings of interactions between formal 

caregivers (healthcare professionals) and deaf people with dementia in a dementia-

specialized home of the Service Foundation for the Deaf. Study III interviewed formal 

caregivers to understand their perceptions of interaction with deaf people with dementia 

and strategies of supportive communication. The findings indicated various changes in 

language, interaction ability, memory, and behavior in deaf people with dementia. Eye 

contact was crucial for interaction among deaf people. Family members and formal 

caregivers need tools and skills to effectively support deaf people with dementia, 

emphasizing the importance of interpersonal communication competence along with 

specialized training in FinSL and dementia manifestation in deaf people. 

In conclusion, this dissertation argues that deaf people with dementia benefit from 

support provided in SL, enabling them to feel acknowledged and seen. This highlights the 

need for expertise in national SL and for specialized knowledge of deaf people with 

dementia for family members and formal caregivers. It also highlights the need for family 

members and formal caregivers to receive support based on expertise in national SL and 

specialized knowledge of deaf people with dementia. 

 

Keywords: CODA, dementia, deafness, Finnish Sign Language, formal caregiver, social 

interaction, supportive communication 
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Tiivistelmä 

Muistisairauden aiheuttama vuorovaikutuskyvyn heikkeneminen haastaa sekä 

muistisairaan henkilön omaiset että hoitohenkilökunnan. Toistaiseksi liian vähäistä 

huomiota on kiinnitetty yleensä tutkimusten ulkopuolelle jätettyjen suomalaisia 

viittomakieliä käyttävien viittomakielisten kuurojen tarpeisiin ja kokemuksiin. 

Viittomakielten visuospatiaalisen erityisyyden vuoksi muistisairauden tutkimiseen 

kuuroilla ihmisillä ei voida sellaisenaan soveltaa kuulevien ihmisten tutkimisessa 

käytettyjä menetelmiä. 

Tällä väitöskirjatutkimuksella oli kolme tavoitetta: saada syvällistä ymmärrystä 

muistisairauden vaikutuksista kuurojen ihmisten vuorovaikutukseen, selvittää, millä 

tavoin kuuroja muistisairaita ihmisiä voidaan tukea ja tunnistaa tekijöitä, jotka voivat 

parantaa omaisten ja hoitajien kykyä tarjota tukea. Väitöskirjassa tutkittiin suomalaisten 

viittomakielisten kuurojen muistisairaiden ihmisten vuorovaikutuksen muutoksia 

omaisten ja hoitajien näkökulmasta sekä omaisten ja hoitajien tarjoamaa tukea 

haastatteluiden ja videoaineiston avulla. Omaiset ja hoitajat valittiin, koska he ovat 

useimmiten vuorovaikutuksessa kuurojen muistisairaiden ihmisten kanssa ja siten myös 

tyypillisimpiä tuen tarjoajia. Väitöskirja koostuu kolmesta julkaistusta vertaisarvioidusta 

artikkelista sekä yhteenveto-osuudesta. 

Väitöskirjan tulokset osoittavat, että kuurot muistisairaat ihmiset käyttävät 

viittomakieltä, puhetta tai näiden yhdistelmää, mutta he poikkeavat keskustelun aiheesta 

ja heillä on vaikeuksia löytää oikeita viittomia ja seurata keskusteluja. Muistisairailla 

ihmisillä ilmenee kielen, vuorovaikutuskyvyn ja käyttäytymisen muutoksia. 

Perheenjäsenille haastavinta oli se, että muistisairas läheinen toistaa samoja asioita 

jatkuvasti. Hoitajat korostivat vaikeuksia ymmärtää iäkkäämpien kuurojen käyttämää 

viittomakieltä. Perheenjäsenet ja hoitajat tarvitsevat taitoja ja välineitä tukeakseen 

tehokkaasti kuuroja muistisairaita ihmisiä. Ensiarvoisen tärkeää ovat 

vuorovaikutuskyvyt, viittomakielentaito ja erityistietämys kuuroilla ihmisillä ilmenevistä 

muistisairauksista. 

Tulokset osoittavat, että vaikka hoitajat tukevat kuuroja muistisairaita ihmisiä, heidän 

tukensa ei aina ole riittävää. Riittämättömät viittomakielentaidot, erityisesti puutteet 

iäkkäiden ihmisten käyttämässä kielessä, ja puutteelliset tuen antamisen taidot 

heikentävät hoitajien antamaa tukea. 

Loppupäätelmänä esitetään, että kuurot muistisairaat ihmiset hyötyvät viittomakielisestä 

tuesta, jonka avulla he tulevat nähdyiksi ja heidän tarpeensa tulevat esille. Omaiset ja 

hoitajat tarvitsevat myös tukea, joka perustuu viittomakielten tuntemukseen ja 

erityistietämykseen kuuroista muistisairaista ihmisistä. 
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Foreword 

The first time I met a person with dementia was at a care home where I worked for 

a summer. It was the mid-1980s and I was 18. There, one lady lived downstairs 

where the residents were more capable of doing their daily activities, although they 

could no longer live at their homes. Those who needed more help lived upstairs. 

One day I saw the lady doing something in her room as she put a thing on her night 

table. She told me she was baking. I got a little confused because I could see there 

was no oven. The following summer I was working in a ward at a health center 

where I cared for a woman who was about 60 years old. She could not talk anymore, 

and she was lying on her side in a fetal position like a baby. She needed help with 

everything: feeding, washing, getting dressed and even changing her posture in bed. 

A decade or so later, my mother was visiting me and my family. She came to visit us 

a few times a year because we lived a long way apart. During her visits, she always 

baked some of her favorite cakes and this time was no different. However, when I 

tasted the cake she had made, the frosting was not sweet but salty: Instead of 

powdered sugar, she had used potato flour. Later, she was diagnosed with 

Alzheimer’s disease, and this was perhaps one of the first signs of the illness. 

Although I had training as a registered nurse (RN), I was not familiar with 

dementia. Even when I worked in a health center and administered Mini-Mental 

State Examinations (MMSE) as part of the routines of dementia detection in a 

primary care team, I did not really know what it was like to have dementia. It was 

not until my mother was diagnosed and during the years afterwards that I gradually 

learned what it was like – and what it was like to be the daughter of a mother with 

dementia. At first, she could live in her apartment with the help of home care, but 

later she had to move to a nursing home. Luckily, it was a home where Finnish Sign 

Language was used because my mother was deaf. I was very happy that she got a 

place in a facility where she could be safe and mingle with other residents and 

personnel using FinSL. She enjoyed living there and she was called “granny” among 

the others who were much younger than she was. I think living in that home gave 

her many good and happy years. 

However, the motivation for this doctoral dissertation originates not from my 

own experiences and interests. When it was time to do my master’s thesis in Health 

Sciences, I contacted the Service Foundation for the Deaf in Finland and inquired 

whether they had an idea of what could be worth researching. I wanted to study 
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something that would be useful for the deaf community in Finland. At the same 

time, they had been contacted by the University of Helsinki searching for someone 

to join their research team on deaf people with dementia and communication. Good 

luck or destiny, that is how I found this path. 

During the doctoral process I have learned that there are not many people 

globally who know about deaf people with dementia. The knowledge gathered 

among hearing people with dementia cannot be applied directly to deaf people, at 

least not until more research has been done. Because the deaf culture represents a 

collective rather than individualistic culture, it has been quite natural and essential 

to study the social interaction of deaf people with dementia and the supportive 

communication provided by family members and formal caregivers. “What 

happens to one, happens to all” is a very existential thought in the deaf community. 

However, in the community dementia is not necessarily well known, and it carries 

a stigma. Furthermore, it is ultimately important that deaf people have access to 

their own language during the whole dementia journey from detection onwards and 

that they consequently receive care and support. 

Life is not solely in our own hands and not all our plans come true straight away. 

No journey is merely arriving at the destination, but it is the journey there that is 

what matters and is rewarding. Meanwhile, during this journey, I have learned 

much about myself, as a Child of Deaf Adults (CODA) and as an RN. I have also 

gotten answers to the questions I had when I was young, and even later, when my 

mother fell ill with dementia. Lastly, all the people I have met during this journey I 

cherish in my heart forever, and for them, I am most grateful. Thank you for your 

voices and signs that meaningful communication is a fundamental right and 

requirement. 
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1 Introduction 

Dementia, known as "muistisairaudet" (memory diseases) in Finland, is a chronic 

condition that falls under the category of memory disorders (Duodecim, 2021). It is 

a significant public health concern, along with other chronic diseases, such as 

cardiovascular disease, diabetes, and asthma. Dementia places a substantial 

financial burden on the healthcare system; in addition, the disease has far-reaching 

effects on individuals living with the condition, as well as their families, other social 

relationships, and caregivers (Finnish Institute for Health and Welfare, 2022). 

Family caregivers—particularly spouses, who are predominantly women—often 

take on the responsibility of caring for individuals with dementia, despite 

insufficient recognition and support (World Health Organization [WHO], 2023b). 

The impact of dementia on individuals is profound; it progressively impairs 

cognitive and functional abilities, resulting in increased reliance on others for daily 

tasks and care (Bebbington, 2023). 

There is a great body of research on various stages that may follow dementia, 

such as deteriorating language (e.g., Agbavor & Liang, 2022; Bayles et al., 2020; 

Calzà et al., 2021; Ellis & Astell, 2017; Li et al., 2016; Pekkala et al., 2013; Pozzebon 

et al., 2016; Tsantali et al., 2013; Walker et al., 2023) and cognition (e.g., Aggio et 

al., 2018; Kadlec et al., 2018). It has also been shown that dementia affects sensory 

and motor functions (e.g., Albers et al., 2015; Liou et al., 2020). Dementia may 

cause a memory deficit (e.g., Chen et al., 2019; Gagliardi & Vannini, 2022). It can 

also change behavior, causing agitation (e.g., Cummings et al., 2015; Panca et al., 

2019; Sano et al., 2022). Furthermore, caring for people with dementia (e.g., 

Cameron et al., 2020; Ericson-Lidman et al., 2014) and communication in 

dementia (e.g., Alsawy et al., 2017; Chichirez & Purcărea, 2018) have also been 

subjects of research. 

While extensive research exists on various aspects of dementia and social 

interaction, previous studies have primarily focused on mainstream hearing 

communities, excluding people with hearing or vision impairments. Research on 

social interaction among hearing people with dementia has been conducted on 

communication gestures (e.g., Glosser et al., 1998) and on awareness through 

interaction in daily activities (e.g., Öhman et al., 2008). The effectiveness of 

communicative strategies used by family (e.g., Savundranayagam & Orange, 2014) 

and formal caregivers (e.g., Wilson et al., 2012) has been researched. Studies have 
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also explored methods to improve and enhance interaction for people with 

dementia (e.g., Egan et al., 2010; Elkins, 2011; Fried-Oken, 2018). However, 

research specific to older deaf1 SL users has focused on activities of daily living 

(ADL) dependence, social interaction, and perceived health (Werngren-Elgstörm et 

al., 2005). Some researchers have highlighted the importance of health 

communication research among deaf people (Meador & Zazove, 2005). 

Happily, deaf people with dementia have received growing attention in academic 

research (Atkinson et al., 2015; Fleurion et al., 2020; Hake & Farlow, 2006; Jones., 

2015; Parker et al., 2010; Quinto-Pozos, 2014; Young et al., 2016). While some 

studies have explored the impact of hearing loss on cognitive decline (Chen et al., 

2015; Gurgel et al., 2014; Lin et al., 2011, 2013; Yamada et al., 2016), this 

dissertation centers on the cultural minority of deaf people who use a national SL. 

The aim is to understand the changes in social interaction that follow dementia 

among the older members of the signing deaf community, rather than focusing on 

the hearing loss. Deaf people do not have direct access to information and services 

delivered in spoken language (Ferguson-Coleman et al., 2020), highlighting the 

importance of understanding how dementia manifests in their social interaction 

and how they can be supported. This dissertation addresses the gap in research 

concerning social interaction of deaf people with dementia who use sign language 

(SL).  

The aim of this dissertation is to explore the social interaction of deaf people 

with dementia, the impact of dementia on their social interaction, the resulting 

changes, and how family members and formal caregivers communicate support and 

enhance the well-being of those affected. Social interaction is a fundamental human 

need, and understanding the changes that occur in the interaction abilities of deaf 

people with dementia is crucial for their well-being. Family members and formal 

caregivers are most often in interaction with deaf people with dementia and 

accordingly typical support providers for them. Therefore, they are chosen for this 

study. Through empirical qualitative research, this dissertation aims to shed light 

on the social interaction of deaf people with dementia. The primary objective is to 

understand and describe their interactions with family members and formal 

caregivers. Ultimately, this dissertation aims to provide a description and 

understanding of how supportive communication for deaf people with dementia 

provided by their family members and formal caregivers can be enhanced. 

 

 

1 In some communities and research, “Deaf” with a capital “D” refers to people identifying as a 
minority with its own language and culture (the Deaf community; Sheppard & Badger, 2010), 
whereas “deaf” refers to people with hearing loss. This practice was in fact utilized in Studies I–III. 
However, this distinction is not universally agreed upon. It is possible that the preference for 
“Deaf” has become less emphasized in recent years, as language and cultural norms evolve 
(Emmorey, 2023; Fenlon et al., 2015; de Meulder et al., 2019). Therefore, this dissertation utilizes 
“deaf” with a lowercase “d.” 
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This dissertation comprises themed chapters. Chapter 2 establishes the 

theoretical dimensions and previous investigations of deaf people with dementia. 

Chapter 3 outlines the aims and research questions. Chapter 4 describes the 

methodology and ethical considerations. Chapter 5 presents the research results. 

Chapter 6 discusses the significant findings, focusing on changes in social 

interaction and supportive communication. It also explores the implications of the 

findings and provides suggestions for future research. 
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2 Review of the literature 

“Communication is the means by which 

people maintain interpersonal attachments.” 

(Ward et al., 2008, p. 646) 

 

Social interaction of deaf people with dementia is a phenomenon that is not widely 

known. In general, the wider population and healthcare professionals in particular 

tend not to recognize deaf people as being members of a sociocultural (Ladd & Lane, 

2013) community that uses visual-spatial SL. Rather, they concentrate on the deaf 

person’s hearing deficit. Consequently, when a deaf person with or without 

dementia seeks care in public health services, primary care physicians, neurologists 

and care personnel usually are not aware of the availability of SL interpreters and 

how to order one, even though according to the Sign Language Act (359/2015, §3) 

all people in Finland have the right to use their native language. Furthermore, 

adequate interpreter services must be arranged for patients using healthcare 

services according to the Act on the Status and Rights of Patients (785/1992, §3–4). 

In addition, the linguistic rights of deaf SL users are laid down in the Constitution 

of Finland (731/1999, §6, §17) and in the Act on the Interpreting Services of 

Disabled Persons (133/2010, §10). 

In social interaction with family members and formal caregivers, deaf people no 

doubt experience confusion when facing the changes that come with dementia 

without getting thorough information and support in their own language, SL 

(Ferguson-Coleman et al., 2014). Receiving a dementia diagnosis may be shocking 

for some (Rochford-Brennan, 2022). For others, it may be rather a confirmation of 

presumptions (Kergoat, 2022). However, for a deaf person, getting support from 

their own community may be difficult due to lack of knowledge and fear of stigma, 

and especially so because of being a member of a collective culture in which it is 

considered that what happens to one happens to all in the community (Ferguson-

Coleman & Young, 2018). 

This literature review begins with the medical perspective of dementia and 

continues with the personhood perspective towards the social and cultural 

perspective of dementia and deafness. Next, person-centered dementia care is 

considered. The review concludes with interactional perspective and supportive 

communication, which form the theoretical frame of this dissertation. 
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2.1 The impacts of dementia on social interaction 

Globally, over 55 million people live with dementia, and the number is projected to 

increase to 78 million by 2030 (Gauthier et al., 2021). As a result, dementia has 

become a leading cause of residential care needs among older people (WHO, 

2023b). Dementia is an umbrella term for various neurogenerative illnesses that 

cause declines in memory and other cognitive abilities (Aggio et al., 2018; American 

Psychiatric Association, 2013; Setién-Suero et al., 2022). Dementia affects language 

(e.g., Bayles et al., 2020; Walker et al., 2023) and performance of tasks (e.g., Aggio 

et al., 2018). Furthermore, it affects behavior (van der Linde et al., 2016). Dementia 

also affects motor (Albers et al., 2015; Lawrence et al., 2014) and finger dexterity 

(Liou et al., 2020; Suzumura et al., 2018). Thinking and social abilities deteriorate 

severely enough to interfere with one’s activities of daily living and social autonomy 

(American Psychiatric Association, 2013). Accordingly, a strong link has been found 

between health status (frailty) and accumulated health deficits in dementia 

(Wallace et al., 2021). 

Alzheimer’s disease (AD) is a prevalent form of dementia, accounting for 

approximately 60%–70% of all dementia cases (Jack et al., 2018; WHO, 2023b). 

AD is characterized as a continuum consisting of six stages, each representing 

different levels of cognitive impairment and functional impact on daily activities 

(Jack et al., 2018). Table 1 displays the stages of AD. 
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Table 1 The stages of Alzheimer’s disease (Jack et al., 2018). 

Stage Features of cognitive abilities 

Unimpaired Individuals in this stage do not show 

any cognitive decline or functional 

impairment. 

Transitional cognitive decline Mild changes in cognitive abilities may 

be observed, but these changes do not 

significantly affect daily activities. 

Cognitive impairment with mild 

functional impact on more complex 

activities of daily life 

Cognitive decline becomes more 

noticeable, resulting in mild difficulties 

with complex tasks. 

Mild dementia Cognitive impairments become more 

evident, and individuals may require 

assistance with basic activities of daily 

living. 

Moderate dementia Cognitive decline progresses further, 

leading to significant difficulties with 

daily activities and a greater need for 

assistance and supervision. 

Severe dementia Individuals experience severe cognitive 

impairment and loss of independence 

and require extensive support for all 

aspects of daily life. 

 

Typical AD commonly manifests with memory impairment and various 

cognitive functions, such as abstract and conceptual thinking, decline (Allone et al., 

2018; Bebbington et al., 2023; Laczó et al., 2022). Sensorimotor or visual-motor 

declines (Albers et al., 2015; Tippett et al., 2012), as well as spatial navigation 

difficulties (Howett et al., 2019), are also present. AD typically affects executive and 

visual-spatial functions (Walker et al., 2023). Furthermore, AD causes 

psychological changes, such as affective and behavioral changes (Cummings et al., 

2015; van der Linde et al., 2016). 

Language impairment is an early sign and typical in AD (Bayles et al., 2020; 

Calzà et al., 2021). AD is related to progressive cognitive declines, including 

impairments in speech, e.g., changes in voice production (Agbavor & Liang, 2022). 

In addition, speech tempo and pauses in speech can occur (Szatloczki et al., 2015). 

AD challenges both comprehension and production of language (Tsantali et al., 

2013). Language impairment manifests itself as difficulties in word finding and 

paraphrasing as well as challenges in social interaction, e.g., in the form of 

decreased talk and responses to interpersonal communication (Pozzebon et al., 
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2016). However, people with dementia can maintain their communicative abilities 

during mild to moderate stages of dementia, although linguistic challenges can 

emerge in the early stages of dementia (Calzà et al., 2021; Pekkala et al., 2013). 

Therefore, the ability to initiate and maintain interactions with other people 

declines in the continuum of dementia (Evans et al., 2007; Walker et al., 2023). 

Eventually, these problems may lead to the inability to use speech and language 

(Ellis & Astell, 2017). 

Emotional processing is strongly affected in AD (e.g., Setién-Suero et al., 2022). 

Consequently, people with AD can experience rapid changes in mood, irritability 

and outbursts exhibiting behavior consistent with emotional distress, manifesting 

motor activity, verbal or physical aggression, and behavior that leads to excess 

disability not caused by any other disorder (Cummings et al., 2015). Furthermore, 

behavioral, and depressive symptoms are more severe in AD with agitation 

compared to AD without agitation (van der Mussele et al., 2015). Increases in 

changes in language and social interaction create social deprivation and reduce the 

quality of life of people with dementia and their caregivers (Saunders et al., 2011). 

Reduced social participation is associated with the risk of dementia (Rafnsson et 

al., 2020).  

In Finland, the national recommendation for examining patients with memory 

disorders in primary care includes some cognitive tests used as part of the 

diagnosing process (Duodecim, 2021). The Consortium to Establish a Registry for 

Alzheimer’s Disease (CERAD, Morris et al., 1989) was created to develop materials 

for early diagnosis, which consist of eight sets of tests including the Mini-Mental 

State Examination (MMSE, Folstein et al., 1975). MMSE is a short cognitive test 

recommended for the detection of a more advanced memory disorder and annual 

follow-ups of AD after the diagnosis has been disclosed. The maximum score on 

MMSE is 30 points, and mistakes lower the score. Scores of 25–30 with an apparent 

memory decline demand further examination, and scores of 24 or less are 

considered deviant. Several tasks on the MMSE demand linguistic skills, and 

education and social status are found to affect the MMSE result. Both CERAD and 

MMSE have been translated into FinSL (Rainò, 2010). 

As regards further language assessment in diagnosing dementia, the Arizona 

Battery of Communication Disorders of Dementia (ABCD) is a standardized 

assessment tool specifically developed to evaluate cognition and language abilities 

in individuals who are at risk for mild cognitive impairment or have mild to 

moderate dementia (Bayles et al., 2020). The ABCD consists of various subtests that 

assess different aspects of language and cognitive function. These subtests include 

evaluations of language comprehension, language expression, verbal memory, 

visual-construction abilities, and mental status. In addition, the ABCD includes 

screening tasks to identify any potential issues related to illiteracy or hearing loss 

that may affect the assessment results. By utilizing the ABCD, clinicians and 
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researchers can obtain a comprehensive evaluation of an individual’s language and 

cognitive abilities, providing valuable insights into their overall communicative and 

cognitive functioning. However, the ABCD has not been translated into FinSL. 

In sum, dementia affects language and memory functions of an individual 

causing word-finding difficulties, losing the thread of a discussion, and repetition 

of ideas and phrases (Bayles et al., 2020). As a result, when communication skills 

of people with dementia deteriorate, dementia affects their social interaction with 

others. Furthermore, psychological well-being and losing oneself, combined with 

deteriorating communication skills, have an impact on the quality of life of people 

with dementia (Savundranayagam et al., 2016). AD reduces well-being capacity for 

adaptation and resilience, which means the ability to compensate for major events 

that threaten an individual’s life or function (Meléndez et al., 2018). Consequently, 

the need for social support among people with dementia increases. 

This dissertation concentrates on AD because it is the most common cause of 

dementia and there is a great body of diverse research on AD. In addition, the deaf 

people with dementia participating in this dissertation were clinically diagnosed 

with AD. How AD impacts deaf people will be explored next, concentrating on 

changes of memory and communication processes. 

2.2 Deaf people with dementia 

When discussing deafness and aging, the hearing deficit often becomes the focus 

(Chen et al., 2015; Viljanen et al., 2014). However, there are diverse perspectives to 

deafness that the mainstream community is usually not aware of (Ferguson-

Coleman & Young, 2018; Young & Hunt, 2011). Firstly, age-related hearing 

deterioration concerns people using spoken language, who continue using spoken 

language. Secondly, congenital or infancy deafness concerns people who are born 

deaf or become deaf in early childhood, often using SL. Consequently, the crucial 

difference is the language. Furthermore, in the latter case, it is also a matter of 

identifying with the deaf community (Sheppard & Badger, 2010). 

2.2.1 Deafness and Sign Language in light of dementia 

Hearing deterioration is a natural part of aging, and even though hearing aids have 

become more advanced, we can expect people to experience reduced hearing later 

in life. Globally, 1.5 billion people (20% of the global population) are estimated to 

live with hearing loss, of which 430 million have disabling hearing loss (WHO, 

2023a). Approximately 30% of European people over 50 have difficulties in 

hearing, seeing, or both (Viljanen et al., 2014). Hearing loss has been shown to be 

associated with a decrease of physical functioning in older people, and to be 

associated with a 31% risk for disability and need for care in women (Chen et al., 



 

10 

2015). Furthermore, hearing loss has also been connected to the incidence of all-

cause dementia (Lin et al., 2011). However, these studies have concerned people 

using spoken languages, and it is not known whether deaf people using SL have a 

similar risk. 

Sensory difficulties have been associated with social inactivity, particularly with 

dual sensory loss (Viljanen et al., 2014). Decreased social activity is a known risk 

factor for cognitive decline, and in nursing homes, residents with both dual sensory 

loss and social inactivity are at risk of a faster decline of cognitive function (Yamada 

et al., 2016). People with dementia have less frequent social interaction compared 

to people with mild cognitive impairments (Samtani et al., 2021). However, the 

quality rather than the quantity of social interaction is associated with the risk of 

AD (Amieva et al., 2010). Although hearing loss is considered to increase social 

deprivation and cognitive decline, there is more to it. Other, and perhaps more 

influential, determinants are different health and socioeconomic issues (Viljanen et 

al., 2014). 

Deaf people form a cultural-linguistic group, yet one distinctive from ethnic 

minorities (Young & Hunt, 2011), and represent a collective rather than 

individualistic culture (Kusters, 2014). Furthermore, deaf culture is strongly visual 

(Ferguson-Coleman & Young, 2018). Visuality plays a significant role in cultural 

components, i.e., language, behavioral norms, values, and traditions (Minnesota 

Deaf and Hard of Hearing Services Division, 2023). Along with language, deaf 

community has its behavioral norms, such as eye contact, hand waving or tapping 

the shoulder for getting attention (Minnesota Deaf and Hard of Hearing Services 

Division, 2023). Additionally, conversations are typically open and direct, and an 

interest is taken in other people’s connection with the deaf community. Sightline, 

to be able to see each other to communicate, is essential for deaf people (Ferguson-

Coleman & Young, 2018). 

In recent decades, the world for deaf people in Finland has undergone 

significant changes, particularly in the realms of deaf education, occupational 

opportunities, work choices, and access to services such as SL interpreters. These 

changes stand in strong contrast to the experiences of the deaf people discussed in 

this dissertation, who grew up over 50 years ago. During that time period, both in 

Finland and in many other countries globally, schools for the deaf followed an 

oralistic approach from the late 19th century until the 1970s (Ladd & Lane, 2013; 

Salmi & Laakso, 2005). Under this oralistic tradition, teachers primarily 

communicated with deaf children through clear mouthing, aiming for them to learn 

to speak and lip-read (Ladd, 2003). During the last few decades, FinSL has evolved 

from a banned and stigmatized language to a legitimate one which is studied and 

researched on the university level and used within various domains of the Finnish 

community, from day care to television news. Another major change is in the FinSL 
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alphabets, which are now the international ones, whereas many older deaf people 

use the old ones. 

Furthermore, the use of SL was strictly prohibited in schools for the deaf, and 

deaf children faced physical punishment if caught using it (Ladd & Lane, 2013; 

Salmi & Laakso, 2005). Consequently, many older deaf people today may still 

strongly feel that you should speak to hearing people. However, it is important to 

note that in Finland, it is common for deaf people over the age of 75 to employ 

various communication methods depending on their conversation partners. In their 

interactions with non-signing hearing people, these older deaf people often utilize 

speech, lip-reading, writing, and mime. Conversely, when communicating with 

other deaf people, they typically rely on FinSL. This fluid adaptation to different 

communication modes reflects the diverse ways in which older deaf people in 

Finland engage in effective communication with people from different linguistic 

backgrounds. How AD affects FinSL and the ways deaf people interact with other 

people is yet not known. 

2.2.2 Deaf people with dementia as a minority 

Despite AD being described over a century ago (Alzheimer, 1907) and the extensive 

research conducted on this topic, there is a growing body of studies specifically 

focused on deaf people with dementia (e.g., Allan et al., 2005; Atkinson et al., 2015; 

Falchook et al., 2013; Ferguson-Coleman & Young, 2018, 2023; Ferguson-Coleman 

et al., 2023; Harris et al., 2020, 2021; Hepner et al., 2022; Young et al., 2018). 

Globally, there is a lack of available statistics regarding the prevalence of dementia 

among deaf people. However, it is crucial to gather knowledge about the well-being 

and health of minority groups, including deaf people, to design and enhance 

support services that are tailored to their specific needs. Understanding the unique 

experiences and challenges faced by deaf people with dementia is essential for the 

development of effective interventions and support systems. By addressing the 

specific needs of this population, healthcare and social service providers can ensure 

that appropriate care and assistance are provided to enhance clients’ overall well-

being and quality of life. Further research and attention are required to bridge the 

gap in knowledge and to promote inclusive practices that prioritize the health and 

welfare of deaf people affected by dementia. 

Previous research on ethnic minorities has indeed highlighted challenges in the 

diagnosis and organization of dementia care (e.g., Kenning et al., 2017; Lewis et al., 

2021). Similar difficulties can arise when addressing the needs of deaf people with 

dementia, because there may be a lack of shared language and cultural 

understanding between them and their hearing caregivers (Harris et al., 2020, 

2021). Consequently, communication barriers can impede effective interaction and 

limit social opportunities within care homes (e.g., Hanssen, 2013). Furthermore, 
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deaf people with dementia often feel that their experiences and needs are not 

recognized or understood by the hearing world, primarily due to the absence of a 

common language (Allan et al., 2005). Consequently, deaf people with dementia 

may experience social isolation and loneliness as their unique needs and 

experiences go unrecognized (Parker et al., 2010). This sense of disconnection can 

lead to feelings of isolation and frustration. Interestingly, deaf people may also face 

difficulties within the deaf community itself, as there is often a lack of awareness 

and understanding about dementia (Ferguson-Coleman et al., 2014; Ferguson-

Coleman & Young, 2018). 

To address these challenges, it is crucial to amplify the voices of deaf people with 

dementia. Their unique perspectives and experiences need to be acknowledged and 

considered in research, policy development, and service provision. By promoting 

awareness, education, and cultural sensitivity, we can work towards creating 

inclusive environments that support the well-being and dignity of deaf people with 

dementia.  

The development of dementia assessment specifically designed for deaf people 

in Europe is relatively recent. To the best of the author’s knowledge, cognitive 

assessment translations in SLs, such as FinSL in Finland (Rainò, 2010), British Sign 

Language (BSL) in the United Kingdom (Denmark et al., 2016), and French Sign 

Language (FSL) in France (Fleurion et al., 2021), have been validated. The United 

Kingdom may boast the first specialist cognitive clinic for the deaf, i.e., a neurology 

clinic with deaf awareness and proficiency in BSL (Harris et al., 2020, 2021). 

However, the availability of care opportunities tailored to deaf people with 

dementia in SL are still limited (Ferguson-Coleman et al., 2020), and the views of 

care home staff and deaf people may differ (Hepner et al., 2022). Addressing this 

gap requires increased awareness and education among hearing healthcare 

professionals about the deaf community, SL, and the cultural aspects of deafness. 

Efforts should also focus on promoting the development and accessibility of 

comprehensive dementia care services that are inclusive of deaf people and their 

unique communication needs. By fostering a supportive and understanding 

environment, we can strive to improve the well-being of deaf people with dementia. 

In summary, existing research on deaf people with dementia has highlighted the 

detrimental impact of dementia on language skills (Falchook et al., 2013; Hake & 

Farlow, 2006). Additionally, dementia affects SL communication among deaf 

people, leading to the use of inappropriate signs, incorrect structure, difficulty 

constructing sentences, and altered signing space (Ferguson-Coleman & Young, 

2018). Moreover, the relationships between deaf people with dementia and their 

family members and formal caregivers are influenced by the condition (Parker et 

al., 2010). A notable characteristic observed in deaf people with dementia who 

belong to a visually-oriented culture is their tendency to disengage from 

conversations by avoiding eye contact when discussing unpleasant topics. This 
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communicative behavior is seen as a way of expressing discomfort and actively 

excluding oneself from the conversation (Ferguson-Coleman & Young, 2018). These 

findings emphasize the importance of understanding the unique challenges faced 

by deaf people with dementia, particularly in relation to their communication 

abilities and social interaction. By recognizing these specific issues, appropriate 

support and interventions can be developed to enhance the well-being and quality 

of life of deaf people with dementia. 

Previous literature on deaf people without dementia has shown that members of 

the deaf community experience worse mental health and worse cardiovascular and 

sexual health outcomes than non-deaf individuals (Malebranche et al., 2020). Deaf 

people often have higher levels of underdiagnosis, and their medical conditions are 

undertreated (Harris et al., 2020). Furthermore, deaf patients with cognitive 

symptoms have difficulties obtaining an accurate and timely diagnosis (Harris et 

al., 2021). In addition, health care providers lack cultural competence in providing 

care to deaf people, e.g., they do not always provide interpreters in medical settings, 

or they provide insufficient care due to communication barriers (Lesch et al., 2019). 

A recent intervention review of 46 studies showed that interventions that promote 

healthcare equity, health education amongst deaf patients, and healthcare 

providers' awareness of communication barriers and cultural sensitivity are 

promising in providing more equitable care for deaf patients (Morisod et al., 2022). 

Research on deaf people with dementia consists mainly of case studies (e.g., 

Falchook et al., 2013; Hake & Farlow, 2006; Parker et al., 2010) and other small-

scale studies (Ferguson-Coleman & Young, 2018; Young et al., 2016), which is 

natural, considering the relatively small deaf community. What is often thoroughly 

discussed in these studies is the consideration of the sociocultural perception of 

deafness (see Ferguson-Coleman et al., 2014, 2018, 2020; Young et al., 2016, 2020). 

Development of linguistic-cultural assessment tools for deaf people (Atkinson et al., 

2015; Denmark et al., 2016; Fleurion et al., 2021; Rogers et al., 2018a) and a 

specialist cognitive clinic (Harris et al., 2020, 2021) has been successful in some 

deaf communities. However, not all deaf communities are alike; e.g., in the 

Netherlands, a project plan for developing a specialized outpatient clinic for deaf 

and hard-of-hearing patients was terminated due to lack of interest and need 

(Smeijers et al., 2020). 

 

2.3 Dementia care 

Dementia care refers to care for people living with dementia (Reid, 2018). It 

comprises a process of care from disclosing diagnosis and sharing information 

(Kergoat, 2022; Yates et al., 2021) to providing support for daily life (Fazio et al., 

2018). Support for daily life typically suggests “routines of care,” e.g., physical care, 
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such as getting washed, dressed, and fed (Cations et al., 2018; Ward et al., 2008). 

In addition, dementia care comprises enabling meaningful activities (Gilster et al., 

2018) and, finally, end-of-life-care (Handley et al., 2022; Hennings et al., 2010). 

Approximately 60% of older adults diagnosed with AD or other forms of 

dementia continue to live in the community, with only 25% of them living alone 

(Fazio et al., 2018). As the disease progresses, people with AD typically rely more 

on the support and care provided by family members and unpaid caregivers, as well 

as community-based and residential care providers (Reid, 2018). Regarding 

informal caregivers, it is often spouses who provide constant care at home 

(Boylstein & Hayes, 2012). In addition, dementia care is provided by adult children, 

and formal caregivers, i.e., healthcare professionals (Reid, 2018).  

People with dementia require increasing assistance to manage their daily 

activities and ensure their well-being as their cognitive abilities decline. The 

involvement of family members and caregivers becomes crucial in supporting and 

meeting the needs of individuals with dementia throughout the different stages of 

the disease. Consequently, dementia affects not only the person living with 

dementia but their family and nursing staff (Pozzebon et al., 2016; Small et al., 

2005). Although it is common that the spouse becomes the caregiver, the adult 

daughter or daughter-in-law is more likely than the adult son or son-in-law to 

provide care when a spouse is not available (Haberkern et al., 2015; Hoff, 2015; 

Pope et al., 2012; Smith & Rodham, 2022). 

Degeneration in language production and comprehension may cause frustration 

both in the person with dementia and in the family member because they are not 

able to communicate in the same way as before dementia, and boredom and 

tiredness accompany repeating themselves (Morris et al., 2020). Furthermore, 

family members may feel confused when the roles in the family change and 

interpersonal dependency increases, not to mention grief and emotionally intense 

interactions that follow dementia (Pozzebon et al., 2016). Therefore, family 

caregivers of people with dementia experience psychological distress (Abreu et al., 

2018). Previous studies have found that, e.g., adult daughters perceive that 

dementia of their parents impacts their identity and creates a duality of roles, 

although, at the same time, they step up to the challenge and find help (Smith & 

Rodham, 2022). 

Additionally, formal dementia care covers, e.g., respite services, adult day 

centers and dementia care in care or nursing homes (Ericson-Lidman et al., 2014; 

Fazio et al., 2018; Gilster et al., 2018; Handley et al., 2022; Savundranayagam et 

al., 2007; Åhlin et al., 2022). Community-based and residential care providers play 

an essential role in delivering specialized care and services to enhance the quality 

of life for those with AD (Reid, 2018). However, globally 85% of over 55 million 

people with dementia are not receiving any post-diagnosis care (Alzheimer’s 

Disease International [ADI], 2022). As a result, there is an urgent need for post-
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diagnosis treatment, care, and support services for people with dementia. What is 

seen as relevant for dementia care is person-centered care, support for caregivers, 

and an evolving role for clinicians through the continuum of dementia (Lee & 

Hillier, 2022). Furthermore, a care model that enables cohesive relationships 

between people with dementia and informal and formal caregivers is considered 

essential. In sum, dementia care is communicated in interaction, throughout the 

care process in the continuum of dementia. Figure 1 illustrates dementia care 

during the continuum of dementia based on the dementia care practice 

recommendations by the Alzheimer’s Association (Fazio et al., 2018). 
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Figure 1 Dementia care practices and care providers (modified from Fazio et al., 2018). 

 

2.3.1 Dimensions of dementia care 

Dementia is incurable and progressive (Mitchell et al., 2010). Consequently, 

pharmacological interventions are utilized to postpone the progression of 

symptoms or avert disease progression while nonpharmacological, e.g., 

neuropsychological, interventions are being developed (Amieva et al., 2016; 

Rodakowski et al., 2015). Cognitive interventions combined with other 

nonpharmacological inventions, e.g., physical exercise, are optimal for having a 

positive effect on cognition, neuropsychological symptoms, depression, quality of 

life, basic activities of daily living, and instrumental activities of daily living in 

individuals with AD (Xiang & Zhang, 2023). To conclude, cognitive interventions 

consist of cognitive rehabilitation, cognitive training, and cognitive stimulation 

(Kim, 2015; Xiang & Zhang, 2023). 

Cognitive rehabilitation is often overlooked in dementia care but can 

significantly improve memory and related everyday functions (Cations et al., 2018). 

The field draws from stroke and brain injury rehabilitation and aims to enhance 

language, social interaction, and self-care in a person’s natural environment (Clare, 

2017). Individualized and person-centered, cognitive rehabilitation enables people 

with dementia to engage meaningfully in daily life with their families and 
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communities (Bahar-Fuchs et al., 2019; Bayles et al., 2020; Clare, 2017; Øksnebjerg 

et al., 2020). Cognitive training involves standardized tasks to improve specific 

cognitive impairments individually or in groups (Bahar-Fuchs et al., 2019). It has 

shown promising results in enhancing cognitive functions and activities of daily 

living in people with dementia (Kim, 2015). 

Cognitive Stimulation Therapy (CST) is a group-oriented, evidence-based 

approach using enjoyable social activities, such as reminiscence therapy, as well as 

multisensory stimulation and learning principles to enhance cognitive function and 

behavior (Cafferata et al., 2021; Lobbia et al., 2019; Oliveira et al., 2021). CST, based 

on person-centered care principles, has shown positive effects on cognition, quality 

of life, communication, and social interaction in people with dementia (Bahar-

Fuchs et al., 2019; Spector et al., 2011; Xiang & Zhang, 2023). These interventions, 

especially CST, hold promise for application in deaf people with dementia, 

particularly in small group settings. 

2.3.2 Dementia care for deaf people in Finland 

In the case of deaf people developing dementia, there can be significant delays in 

obtaining a diagnosis, receiving appropriate treatment, and accessing the necessary 

support (Harris et al., 2020, 2021; Young et al., 2016). This is primarily due to the 

scarcity of care services available in SL and the limited options for nursing homes 

that cater specifically to deaf people with dementia (Parker et al., 2010; Rogers et 

al., 2018b). Consequently, deaf people encounter numerous challenges that 

adversely affect their quality of life (Parker et al., 2010). 

One of the primary challenges faced by deaf people with dementia is the lack of 

a common language with their caregivers, making effective communication difficult 

(Parker et al., 2010). Furthermore, when it comes to diagnosing their condition, 

they may encounter barriers when interacting with physicians and nurses, 

necessitating the use of SL interpreters (Ferguson-Coleman et al., 2020; Harris et 

al., 2020, 2021; Parker et al., 2010). However, this reliance on interpreters can lead 

to misunderstandings and misinterpretations, further complicating their care. 

In Finland, the estimated number of people living with various memory diseases 

is over 190,000 (ca. 3.5%) out of the total population of 5.5 million, and annually 

ca. 14,500 people are diagnosed with dementia, the majority being over 80 years of 

age (Finnish Institute for Health and Welfare, 2022). According to the Act on 

Supporting the Functional Capacity of the Older Population and on Social and 

Health Care Services for Older Persons (980/2012), the goal is for older people to 

stay at home with the help of homecare and community nurses, if possible, and to 

postpone admission to a long-term-care unit until inevitable. For the older person 

to stay at home is also often the aim of the family caregivers of people with dementia 
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(Lord et al., 2016). Family caregivers see residential care as the last resort and try 

to cope as long as possible (Cole et al., 2018). 

For a deaf person with dementia, living in an environment with non-signing 

caregivers confuses and frustrates them, as well as creates sadness (Parker et al., 

2010). Even when sharing a common language, caregivers with an overload in 

residential care have been found to avoid communication with hearing residents 

with dementia (Tappen et al., 1997; Ward et al., 2008). In addition, communication 

is often considered difficult or impossible with persons with advanced dementia 

(Tappen et al., 1997). However, the opportunity to interact socially with others is 

essential to dementia care (Hepner et al., 2022). 

Loneliness and social deprivation for deaf people can be more damaging than 

for hearing people, who can get information from radio and TV and who can more 

easily communicate with, e.g., healthcare professionals (Parker et al., 2010). Not 

only information in SL but also cultural equivalence of the healthcare information 

for deaf people is often lacking (Ferguson-Coleman et al., 2014; Harris et al., 2020, 

2021; Hepner et al., 2020; Lesch et al., 2019; Young et al., 2016). Although deaf 

people with dementia may lose their language more easily when not regularly 

communicating in their own language, i.e., SL, it might be possible for them to gain 

back their SL and interaction abilities when admitted to a Home for deaf people. 

Therefore, it is important to explore whether SL abilities could be strengthened in 

a signing environment. 

There are limited number of nursing homes or municipal care units that offer 

care in FinSL and provide a living environment where deaf people with dementia 

can be among their peers. This scarcity of suitable care facilities specifically 

designed to meet the needs of deaf people with dementia exacerbates their 

communicative isolation and deprives them of social stimulation, ultimately 

contributing to a decline in their interaction skills and negatively impacting their 

overall quality of life (see Hepner et al., 2022; Parker et al., 2010). 

There are no global statistics of how many deaf people live with dementia. In 

Finland, approximately 3000 people out of the total population of 5.5 million are 

deaf FinSL users (Kuurojen Liitto, 2023). Estimations using the national incidence 

rate (5% of people aged 65–75 years have moderate to severe dementia) of people 

with dementia (Finnish Institute for Health and Welfare, 2022) may mean that ca. 

155 deaf people in Finland have dementia. In comparison, in the United Kingdom 

the estimated number of deaf people with dementia is ca. 450–850 (Young et al., 

2014). 

In Finland, access to home care services in FinSL is provided by the Service 

Foundation for the Deaf in six towns, alongside a few private service providers 

(Service Foundation for the Deaf, 2018). However, it is noteworthy that these 

services are not available throughout the entire country. Providing FinSL services 

for people with dementia depends on the financial commitment of their hometown. 
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Consequently, while some deaf people with dementia may have access to FinSL 

services, others may not be as fortunate. Furthermore, in Finland, there is only one 

nursing home (referred to as "Home") specifically designed to cater to the needs of 

deaf people with dementia. This Home includes a dedicated care unit for people 

with dementia, accommodating approximately 20 residents. Additionally, there are 

two other deaf-specific homes where deaf residents with dementia coexist with 

other older deaf people requiring full-time care (Service Foundation for the Deaf, 

2018). Staff members working in these homes are either expected to have 

knowledge of FinSL or are required to learn it to effectively communicate with the 

residents. 

Although the opportunity to be admitted to a deaf-specific home can be 

beneficial for some older deaf people, it often means being separated from their 

families and relatives, as these homes may be located far away (see Hepner et al., 

2022). However, living in a deaf-specific home provides a chance to socialize with 

other deaf people and staff who use FinSL because it forms a small deaf community 

of its own. It may also evoke memories of their childhood when they lived in 

dormitories at government schools for the deaf (see Salmi & Laakso, 2005). 

In summary, dementia care for the incurable, progressive syndrome of dementia 

consists of pharmacological and cognitive interventions that mainly postpone 

symptoms but can also have a positive effect on them. In Finland, CERAD 

(including MMSE; Morris et al., 1989), a cognitive assessment for dementia, was 

translated into FinSL less than two decades ago (Rainò, 2010), but no linguistic 

assessment tools in FinSL exist. Finally, dementia care in FinSL is provided by the 

Service Foundation for the Deaf and some private service providers, and nursing 

home dementia care services are provided by the Service Foundation (Service 

Foundation for the Deaf, 2018).  

2.4 Supportive communication in dementia care 

Although dementia is experienced by an individual, it has impacts on the 

surrounding social reality, such as interactional relationships. Therefore, dementia 

is in fact experienced in a relational context (Pozzebon et al., 2016). This means that 

dementia affects communication that takes place in daily interactions (de Vries & 

Drury-Ruddlesden, 2019). Conversation is caring in the sense that care is delivered 

through communication, and therefore communication and social interaction are 

essential in dementia care (e.g., Conway, 2014). Previous research has found that 

when communication is seen as part of a planned care activity, applied in an 

individual’s care plan, and carried out regularly, it can enhance the well-being of 

people with dementia living in nursing homes (Söderlund et al., 2016). In this 

dissertation, communication, particularly supportive communication, is the key 
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element in care for deaf people with dementia and accordingly has been chosen as 

the perspective. 

2.4.1 Interpersonal communication in relationships of care 

In this dissertation, communication is viewed as the sharing of existence with 

others, and relationships are seen as communicative processes through which 

meanings are created and shared (Baxter, 2004). Social interaction plays a vital role 

in forming and sustaining personal relationships (Berger, 2005). Therefore, the 

concept central to this study is interpersonal communication, a complex social 

process referring to the exchange of messages that carry meaning in social 

interaction and involving reciprocal exchanges aimed at constructing shared 

realities and achieving social goals (see Burleson, 2010). Furthermore, social 

interaction contributes to establishing and preserving one’s sense of personhood 

and promoting overall well-being (Hall et al., 2018). In the context of people with 

dementia, interpersonal communication becomes an act of care and a fundamental 

aspect of their well-being (Baker et al., 2015). However, people with dementia may 

encounter challenges in reciprocating meaningful messages and sustaining 

conversations in interpersonal relationships. 

In research, message-centered interpersonal communication is said to focus on 

messages that represent cognitive, linguistic, social, and behavioral structures 

(Burleson, 2010). Interpersonal communication has three functions: interaction 

management, relationship management and instrumental functions. However, 

interaction is not just about sending and receiving messages – it is a continuous and 

simultaneous process in which both partners co-operate and share their 

perceptions and create a common understanding (Chichirez & Purcărea, 2018). 

What is relevant is meaning making, i.e., to study and give meanings to turns in 

conversations and, in the context of this dissertation, understand how dementia 

affects the ability to give and interpret meaning in social interaction. 

Research on interpersonal communication and people with dementia has 

scrutinized informal interactions, such as those with family members (e.g., 

Coleman et al., 2021; Jones, 2015; Kim et al., 2022; Pope et al., 2012; 

Savundranayagam & Orange, 2014; Smith & Rodham, 2022). For example, spouses 

may feel the loss of their partner and other emotionally affecting processes, such as 

recognizing change along with living in a crisis and gradually adapting, adjusting, 

accepting, and moving forward (Molyneaux et al., 2012; Pozzebon et al., 2016). It is 

likely that dementia changes the formerly equal relationships between spouses, as 

well as the parent-child relationship, resulting in the family member becoming the 

support-giving partner in the relationship (Fazio et al., 2018; Karner & Bobbitt-

Zeher, 2005). 
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Even though family members perceive loss and challenges in communication, 

they also experience continuity in the relationship and make efforts to support their 

spouse or parent despite the deficits in their abilities (Gillies, 2012). In addition, 

family members use various facilitative and disabling verbal and nonverbal 

communicative strategies in supporting their spouse or parent with dementia (Kim 

et al., 2022). First, facilitative communicative strategies include, for example, 

suggestion; praise or positive feedback; reassurance; providing information; and 

using humor. Second, disabling communicative strategies that are often unhelpful 

include speaking louder, writing, asking questions, correcting, and domineering or 

ignoring (Kim et al., 2022; Savundranayagam & Orange, 2014). Family members in 

interpersonal relationships with people with dementia would benefit from 

information on beneficial strategies to communicate support. 

Some researchers have studied professional interactions in contexts other than 

dementia. Professional or formal interaction refers to the situation in which one 

interaction partner represents a profession, e.g., a healthcare professional being a 

formal caregiver, and in which the interaction is a tool for work and the place where 

the work is done (Gerlander & Isotalus, 2010). Significant to professional 

interpersonal interaction in the context of dementia is that the professional 

establishes a therapeutic relationship, explores thoughts and emotions, 

understands the care recipient’s perspective, and guides them towards better health 

and well-being (Chichirez & Purcărea, 2018; Ward et al., 2008). In professional 

interpersonal relationships, various emotions are present – both one’s own and the 

other person’s emotions (Ward et al., 2008; de Witt & Ploeg, 2016). Furthermore, 

issues that are communicated per se (e.g., illness, death, hope) are emotional, and 

dealing with moral issues when communicating is demanding for both interaction 

partners (Gerlander & Isotalus, 2010; de Witt & Ploeg, 2016). 

Effective communication skills of healthcare professionals have been shown to 

enhance the satisfaction, health, and well-being of care recipients during 

professional interactions (Brock et al., 2013). Additionally, these skills contribute 

to the well-being and job satisfaction of healthcare professionals themselves 

(Thompson et al., 2011). Conversely, interactional problems can lead to malpractice 

in healthcare (Reader et al., 2014). Research has highlighted the need for 

improvement in the communication skills of healthcare professionals because 

experience alone may not lead to significant improvement (Ruben, 2016). Further 

training, supervision, and regular reflection on practice can aid in managing 

healthcare professionals’ emotional journey (Yates et al., 2021). In dementia 

research, the focus has shifted from language deficits caused by dementia to 

pragmatic interaction challenges (Hays et al., 2004; Jones, 2015). These challenges 

not only hinder the comprehension of communication partners but also elicit 

various emotional responses during interaction. Regrettably, very few studies have 

explored interpersonal communication in deaf people with dementia. Therefore, 
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there is an international research gap on social interaction of deaf people with 

dementia. 

A recent review on deaf people with dementia and care homes in Scotland 

(Hepner et al., 2022) revealed some inconsistencies and deviation in the 

perspectives of deaf service users and hearing health care providers. Inconsistencies 

were found on language and communication, cultural needs, transition to care 

homes and requirements for effective care provision. Although social interaction 

was not the focus of the review, it is worth noting that from the care home staff’s 

perspective, difficulties in communication rise from deafness, whereas deaf people 

with dementia worry about their gradual loss of SL. However, there is a growing 

body of studies on life story work where adaptations for deaf people with dementia 

have been explored (e.g., Ferguson-Coleman & Young, 2018; Young et al., 2020). 

They show promising results in deaf people with dementia being appreciated for 

using their voice and becoming seen. 

In summary, this dissertation examines the concept of interpersonal 

communication and its significance in forming and maintaining personal 

relationships. It emphasizes the importance of meaningful message exchange in 

social interaction and its role in promoting well-being, particularly in the context of 

people with dementia. The research highlights the challenges faced by people with 

dementia in reciprocating meaningful messages and sustaining conversations in 

relationships. It also explores the communication strategies used by family 

members and formal caregivers to support people with dementia. The study 

emphasizes the need for effective communication skills among healthcare 

professionals to enhance the satisfaction and well-being of care recipients. 

Additionally, it recognizes the emotional aspects of professional interactions and 

the importance of managing healthcare professionals’ emotional journey. The 

research contributes to a better understanding of the complexities of interpersonal 

communication in the context of dementia and the need for further exploration in 

deaf people with dementia. 

2.4.2 Supportive communication in care of people with dementia 

Providing support is an essential aspect of human interaction, and social support is 

exchanged and communicated within interpersonal relationships, in which 

individuals express their supportive intentions (Burleson, 2009; Feeney & Collins, 

2015). Support plays a crucial role in effective coping and is therefore a key element 

in healthcare (Uchino, 2009). It has been suggested that social support can help 

prevent cognitive decline and delay the progression of dementia (Minghella & 

Schneider, 2012b). Social support encompasses the perception of being cared for 

and having support available when needed, the actual assistance received, and the 

level of integration within one’s social network (Gottlieb & Bergen, 2010). It can 
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manifest in various forms, such as peer support groups, professional-led support 

groups, and informal helping relationships (Gottlieb & Bergen, 2010; Hagan, 

2020). Ultimately, social support is subjective and depends on an individual’s 

perception of whether their social needs are being met and to what extent (Joyce et 

al., 2022). 

Dimensions of social support consist of (1) emotional/informational support, (2) 

tangible support, and (3) positive social interaction, and (4) affectionate support 

(Jones et al., 2019; Pillemer & Holtzer, 2016). Emotional/informational support 

and positive social interaction are associated with cognitive functions and therefore, 

social interaction can carry positive potential for people living with dementia 

(Pillemer & Holtzer, 2016). Another definition of social support consists of (1) 

emotional, (2) informational, (3) instrumental, (4) esteem and (5) companionship 

dimensions of support (Gottlieb & Bergen, 2010). Furthermore, emotions and other 

support needs, as well as social support, are communicated verbally and 

nonverbally. This dissertation focuses on supportive communication which covers 

all dimensions of social support. 

Social support in the context of deaf people with dementia is intriguing to study 

in the sense of how they as members of a collective and visual culture can be 

supported. Although a disclosing diagnosis of dementia is essential, what happens 

afterwards can be life-changing (Minghella & Schneider, 2012a; Yates et al., 2021), 

i.e., how family members and formal caregivers, who often are hearing, 

communicate support for deaf people with dementia. In addition, it is significant to 

find out in what ways deaf people with dementia have access to social support and 

if they do not, what needs to be done so that they do. In this dissertation social 

support refers also to network support, i.e., social networks in which deaf people 

with dementia communicate with other, e.g., deaf people in deaf clubs. However, 

the concept supportive communication was chosen because it is the most 

appropriate and accurate concept when supportive strategies appear 

interactionally. 

Supportive communication refers to communicative behavior enacted by 

interaction partners intentionally benefiting or helping another; effective 

comforting messages are person-centered and promote the quality of supportive 

communication (Burleson & MacGeorge, 2002). Supportive communication is a 

complex process of exchanging messages to seek and provide support (Virtanen, 

2015). For example, supportive communication may be considered as something 

during which the support-giver listens, interprets and emotionally engages while 

verbally and nonverbally responding to the emotions of the support-seeker 

(Burleson, 2009; Jones, 2011). The most common support providers for people with 

dementia are family members, i.e., spouses, daughters, and daughters-in-law 

(Jones, 2015; Pope et al., 2012; Smith & Rodham, 2022), as well as healthcare 

professionals in community care and in nursing homes (Ericson-Lidman et al., 
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2014; Ward et al., 2008). In the context of deaf people with dementia, this 

dissertation focuses on coping with the illness with the support of another, i.e., 

family members and formal caregivers. 

The concept of “interactive coping” refers to a functional process where one 

interaction partner has a problem and the other one communicates verbally and 

nonverbally, being either helpful or unhelpful (Barbee & Cunningham, 1995). The 

effects of supportive messages typically depend on many factors, which include the 

characteristics of the support provider, the support receiver, and the interactional 

context (e.g., Burleson, 2010). Effective communication is essential to 

understanding the needs of each person with dementia and providing genuine and 

quality care (Johnsson et al., 2018; Nguyen et al., 2019; Wiechula et al, 2016). This 

dissertation utilizes the concept supportive communication instead of interactive 

coping. Supportive communication is seen as mainly aimed toward deaf people with 

dementia and not as reciprocal exchange of support, i.e., support is communicated 

by family members and formal caregivers for deaf people with dementia. Supportive 

interaction in this context refers to the functional process between deaf people with 

dementia and family members or formal caregivers. 

Good communication for people with dementia is researched mainly through 

the perceptions of family members and formal caregivers who consider using short 

sentences and yes/no-questions, along with attuning and incorporating 

personhood, as the most effective strategies (Alsawy et al., 2017). Furthermore, eye 

contact and touch as nonverbal strategies can improve communication with people 

with dementia (van Manen et al., 2021). However, meanings of communicative 

gestures may vary, depending on culturally and linguistically diverse group 

membership (Cameron et al., 2020; Kontos, 2012). In addition, supportive 

strategies may differ from person to person due to the uniqueness of each individual 

and the phase of their dementia (Savundranayagam & Moore-Nielsen, 2015). 

Finally, when communication opportunities are utilized effectively, people with 

dementia can take part in reciprocal interaction that enhances significant 

expression (Morris et al., 2020). While some research has been carried out on 

supportive communication for people with dementia (Jones et al., 2019; Joyce et 

al., 2022), there is yet very little understanding on supportive communication for 

deaf people with dementia. 

In this dissertation, the concept of supportive communication is employed to 

examine the relationship between deaf people with dementia and their formal 

caregivers. There is a vital difference between informal and formal relationships, 

i.e., professional relationships, in that the latter is an asymmetric relationship 

(Gerlander & Isotalus, 2010). Whereas informal relationships provide mutual 

seeking and giving of support (see e.g., Virtanen, 2015), professional relationships 

do not. Therefore, the relationship between a deaf person with dementia and a 

formal caregiver is not equal because formal caregivers do not seek support from 
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the persons they care for. Moreover, the professional caregiver is seen as an expert 

at the epistemic level, with responsibilities at the legal and ethical level, but at the 

human level, the interaction between the caregiver and the person with dementia is 

considered symmetrical, because it involves two human beings (Gerlander & 

Isotalus, 2010). Consequently, finding a balance in the asymmetrical nature of the 

caregiver-patient relationship has been a goal in professional interactions (Peltola, 

2023). 

There are doubts about whether a fully symmetrical relationship can be achieved 

(Engeström, 2013). This is particularly relevant in a relationship between a formal 

caregiver and a person with an illness impacting their cognition. When living in a 

Home, formal caregivers interact with people with dementia daily, unlike family 

members, who may visit less frequently. This dissertation contributes to the body 

of research by exploring and showing what happens in supportive interaction 

between formal caregivers and deaf people with dementia. 

A person-centered approach to care is highlighted for use in long-term care of 

persons with dementia (Fazio et al., 2018; Savundranayagam, 2014). Furthermore, 

communication is essential in providing person-centered care (Savundranayagam 

et al., 2016), because social interaction is a basic human need (Fazio et al., 2018; 

Harnett, 2014). Person-centered communication extends beyond merely 

supporting the communication of information to include the development and 

maintenance of rewarding relationships (Kitwood, 1997). Accordingly, person-

centered communication sets the individual as a person in the center, responds to 

the individual’s emotions, and values the individual’s affections, choices, and needs 

(Williams et al., 2018). 

A person-centered approach to care involves positive interaction that consists of 

five key elements: recognition, negotiation, validation, facilitation, and 

collaboration (Ryan et al., 2005). Recognition includes eye contact and using the 

person’s name; negotiation refers to consulting with the person with dementia 

about their preferences, desires, and needs; validation refers to acknowledgement 

of the person’s feelings and to conveying a sense of empathy and understanding; 

and facilitation refers to communication used to initiate and sustain interactions 

(Mundadan et al., 2023; Savundranayagam et al., 2007). Collaboration refers to 

working together: the initiative and abilities of the person with dementia are 

involved in daily life (Savundranayagam et al., 2007), because the person with 

dementia has assets as well as needs (Minghella & Schneider, 2012b). 

Since people are unique and messages are diverse, a person-centered supportive 

interaction refers to a specific type of behavior and social interaction (Burleson, 

2009; Jones & Bodie, 2014; Mundadan et al., 2023; Savundranayagam & Moore-

Nielsen, 2015; Williams et al., 2018). Competent listeners are attentive, 

understanding, responsive, friendly, and able to sustain conversational flow (Jones 

et al., 2019; Mundadan et al., 2023; Savundranayagam & Moore-Nielsen, 2015). 
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Furthermore, typical to person-centered supportive interaction are eye contact, 

smiling and laughing, verbal and physical composure, and asking questions. 

Accordingly, supportive people have knowledge about the feelings and emotional 

states, i.e., human emotion and its dynamics, and about nonverbal, linguistic 

strategies through which supportive interactions can be communicated (Burleson, 

2009; Jones & Bodie, 2014). 

Person-centered supportive communication consists of (1) an outcome, i.e., 

supportive messages, and (2) message qualities, e.g., helpfulness, appropriateness, 

and sensitivity (Jones & Bodie, 2014). Remarkably, person-centered supportive 

communication can vary from unhelpful and hurtful low person-centeredness to 

high person-centeredness, which legitimizes and validates the recipient and makes 

them feel better (Burleson, 2009). Previous studies have found that people with 

dementia in a residential home reacted positively to the person-centered 

communication of caregivers by cooperating and contributing to conversations, and 

negatively to missed opportunities by resisting care and exhibiting distress 

(Savundranayagam et al., 2016). Missed opportunities for person-centered 

communication refer to occasions where the tactic could have been used to support 

the personhood of an individual with dementia but was not (Savundranayagam, 

2014; Savundranayagam et al., 2007). 

In summary, this dissertation sheds light on the importance of interpersonal 

communication and, particularly, supportive communication in the context of deaf 

people with dementia. The study emphasizes the role of social support in effective 

coping and well-being for people with dementia. Social support can take various 

forms, and its effectiveness depends on the individual’s perception of whether their 

needs are being met. The research identifies various dimensions of social support 

and highlights the significance of supportive communication in relationships with 

family members and formal caregivers. Understanding the unique challenges faced 

by deaf people with dementia and the strategies used by their support networks can 

pave the way for better care and improved communication. The study advocates for 

a person-centered approach to care, recognizing the individual’s emotions, choices, 

and needs, and promoting positive interactions that validate and support their 

personhood. By delving into the complexities of supportive communication, this 

dissertation contributes to the field of dementia research and provides valuable 

insights for enhancing the well-being of deaf people with dementia. 
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3 Aims of the study  

This dissertation is focused on three primary aims. Firstly, it aims to gain a 

comprehensive understanding of how dementia affects the social interaction of deaf 

people. Secondly, it seeks to explore supportive strategies provided by family 

members and formal caregivers for deaf people with dementia. Family members 

and formal caregivers are typically the ones mainly engaged in social interaction 

with deaf people with dementia and, accordingly, the ones who have the most 

opportunities in communicating support for them. Lastly, it aims to identify the key 

elements that can enhance the abilities of family members and formal caregivers in 

providing support. 

The research questions of this dissertation are: 

1) What changes do family members and formal caregivers perceive in social 

interaction with deaf people with dementia? 

2) How do family members and formal caregivers support deaf people with 

dementia? 

3) What are successful supportive strategies for deaf people with dementia? 

4) How can supportive communication be improved for deaf people with 

dementia? 

This dissertation includes three studies. Study I examines the changes in 

communication experienced by deaf people with dementia as perceived by their 

family members. The study focuses on how family members adapt their 

communication and support strategies in response to these changes. In this context 

deaf people with dementia are referred to as “parent(s)” because there were no 

spouses among family members; they were all adult children. 

Study II investigates the social interaction between formal caregivers, i.e., 

healthcare professionals, and deaf people with dementia residing in a nursing home 

for older deaf people. In this context they are referred to as “residents.” The study 

aims to describe the nature of social interaction and how deaf residents with 

dementia express their needs. Additionally, it explores the ways in which formal 

caregivers communicate support and how deaf residents with dementia respond to 

this support. 

Study III explores the perceptions of formal caregivers regarding their social 

interaction with deaf residents with dementia. The study aims to depict the 

challenges faced by caregivers and the supportive strategies they employ to 
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overcome these challenges. Moreover, it highlights the support provided by 

caregivers to deaf residents with dementia and the support that caregivers 

themselves require to enhance their interactions with them. Table 2 portrays the 

specific research questions for Studies I, II and III. 

 

Table 2 Aims and research questions of Studies I–III. 

Note. RQ = Research question. 

Study I Study II Study III 

RQ1: 

What changes in 
communication are perceived 
by family members with 
dementia? 

RQ1: 

How do deaf people with 
dementia express their needs 
in social interaction? 

RQ1: 

What challenges do formal 
caregivers face in their social 
interaction with deaf people 
with dementia? 

RQ2: 

How do family members 
modify their communication to 
accommodate the changes in 
deaf people with dementia? 

RQ2: 

How do formal caregivers 
provide social support for deaf 
people with dementia? 

RQ2: 

How do formal caregivers 
overcome the challenges in 
their interaction with deaf 
people with dementia? 

 RQ3: 

How do deaf people with 
dementia respond to the 
social support provided by 
formal caregivers? 

RQ3: 

What support do formal 
caregivers provide for deaf 
people with dementia? 

  RQ4: 

What support do formal 
caregivers require to improve 
their interaction with deaf 
people with dementia? 
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4 Methods  

4.1 Methodological philosophy 

This dissertation investigates the supportive strategies provided by family members 

and formal caregivers. It explores the nature of social interaction in this context, 

aiming to understand its underlying characteristics and dynamics. Additionally, the 

dissertation examines the various communicative strategies employed by family 

members and formal caregivers to provide support to people with dementia. As its 

ontological dimension, this study seeks to shed light on the nature of social 

interaction and support within the specific context of deaf people with dementia. 

Epistemologically, this dissertation delves into the perceptions of family 

members and formal caregivers regarding the social interaction of deaf people with 

dementia and the supportive strategies employed by them. The research aims to 

understand the knowledge and beliefs held by these key members regarding the 

nature of social interaction in this context. It explores their subjective 

understanding and interpretation of the interactions, as well as their insights into 

the strategies utilized to provide support. By examining these epistemological 

dimensions, this study seeks to uncover the ways in which knowledge about social 

interaction is constructed and shaped by family members and formal caregivers, 

contributing to a deeper understanding of the social dynamics and support 

mechanisms surrounding deaf people with dementia. 

Methodology refers to the methods that the researcher chooses to find answers 

to the ontologically and epistemologically guided questions as a way of thinking and 

acting (see e.g., Schwandt, 2015). Methodology is the lens a researcher looks 

through, and the choice of a methodology is linked to what a researcher wants to 

achieve by answering the research questions in a particular way (Birks, 2014). 

Methodologically, this dissertation utilizes interviews and observation in gaining 

answers to the research questions presented in Chapter 3. 

Social constructivism, rooted in the ideas of philosopher Ludwig Wittgenstein, 

posits that reality is both subjective and relative (Snyder, 2006). In this perspective, 

reality is constructed by individuals based on their experiences and contexts, and 

research involves reconstructing this reality (Birks, 2014; Guba & Lincoln, 1994). 

Knowledge is shaped by people’s views, meanings, and experiences within their 

historical and cultural context, expressed through language (Gergen, 1989). In this 
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dissertation, the understanding of dementia and deaf people in social interaction is 

constructed and mediated through language. 

Relativism is the belief that certain concepts have subjective features that 

depend on the individual’s history, culture, and context (Baghramian & Carter, 

2022). Perceptions are shaped in social interaction and expressed through 

language. Relativism also asserts that phenomena are influenced by independent 

variables like culture and language, leading to varying interpretations and no single 

definitive truth, as knowledge and phenomena are shaped by the surrounding 

context (Baghramian & Carter, 2022). 

This dissertation is based on the principles of social constructivism and 

relativism, recognizing that the reality of social interaction among deaf people with 

dementia is shaped through relationships and interactions with others, as are the 

supportive strategies employed by family members and formal caregivers. The 

understanding and interpretation of these interactions are influenced by the 

perspectives and experiences of all involved parties, including deaf people with 

dementia, family members, and formal caregivers. 

Moreover, this research acknowledges that realities are ever-evolving and 

continually constructed through social interaction. Through interviews, family 

members and formal caregivers share their perceptions and experiences of social 

interaction with deaf people with dementia, discussing potential changes and 

challenges in these interactions, as well as the supportive strategies they utilize. By 

exploring and illustrating these perspectives and experiences, this study aims to 

enhance our comprehension of the intricate nature of social interaction within this 

specific context. 

In academic research, a qualitative design is recommended when there is a 

comprehensive interest in understanding people’s perspectives, thoughts, and 

actions in relation to their circumstances, as well as the meanings they attribute to 

phenomena in their lives (Taylor et al., 2015). In the context of healthcare, a 

qualitative descriptive design aims to gain insights into relatively unknown 

phenomena from the viewpoint of participants, including healthcare professionals 

(Neergaard et al., 2009). The specific aims and context of the study serve as the 

foundation for adopting a qualitative descriptive design (Doyle et al., 2020). The 

researcher selects the most suitable methods to address the research questions, and 

throughout the study, the collected data remain closely connected to the 

phenomenon under investigation (Sandelowski, 2010). To achieve this, the 

researcher must be observant of people’s actions and explore their significance 

(Antelius et al., 2018). 
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4.2 Research methodology 

Based on the preceding literature review, this dissertation was designed to address 

a gap in the literature concerning social interaction of deaf people with dementia. 

This study utilized a qualitative descriptive design (Doyle et al., 2020) because the 

focus was to explore and describe the yet little-known phenomenon, the social 

interaction of deaf people with dementia as perceived by family members and 

formal caregivers. A qualitative approach was chosen because it is considered 

appropriate when having a holistic interest in people as well as in their thinking and 

behavior in the context of their past and present situation and the meanings they 

connect to the events in their lives (Taylor et al., 2015). 

Methods include choice and recruitment of participants or sampling, data 

generation or collection, fieldwork, data recording, data analysis and the reporting 

of a study (Birks, 2014). Historically, interviews, focus groups, and non-participant 

observation have been the commonly favored research methods in studies on 

dementia (Keady et al., 2018). Additionally, the research methods in dementia 

research in the field of nursing are similar and utilize, e.g., semi-structured 

interviews (e.g., Ducharme et al., 2014; Kamalraj et al., 2021; Karner & Bobbitt-

Zeher, 2005; Massimo et al., 2013; Ward et al., 2008), in-depth interviews (e.g., 

Boylstein & Hayes, 2012; Gillies, 2012; Harris et al., 2021; Molyneaux et al., 2012), 

and observation (e.g., Söderlund et al., 2016; Williams et al., 2018; Wilson et al, 

2012).  

Previous studies have investigated people with dementia using linguistic tests in 

clinical settings (e.g., Bayles, 2003; Blair et al., 2007; Calzà et al., 2021). However, 

quantitative methods and particularly those conducted in clinical settings give only 

a limited amount of information on how an individual with dementia manages 

social interaction with other people. Some researchers have used observation as a 

research method in studying people with dementia (e.g., Söderlund et al., 2016). 

Such studies have produced knowledge about real-life situations (e.g., Antelius et 

al., 2018; Peoples et al., 2020). Furthermore, in-depth interviews (e.g., Ferguson-

Coleman & Young, 2018; Young et al., 2014) have yielded valuable information on 

the minority group of deaf people with dementia who, perhaps for the first time, 

have been able to participate in research and contribute meaningful stories of their 

experiences with having dementia. 

Family caregivers of people with dementia have been involved in research 

through semi-structured (e.g., Novek & Menec, 2023; Peoples et al., 2020; Saga et 

al., 2021; Smith & Rodham, 2022), in-depth interviews (e.g., Pope et al., 2012; 

Pozzebon et al., 2016), and focus groups (Ferguson-Coleman et al., 2014), 

generating substantial data. Some researchers have also used quantitative 

questionnaires to explore family members’ perceptions of end-of-life care quality 

(e.g., de Boer et al., 2017), which may raise concerns about representativeness. 

Participating in person-centered intervention studies can provide support to family 



 

32 

caregivers, allowing them to share their experiences and feel acknowledged (e.g., 

Aoun et al., 2018). In-depth interviews offer family caregivers a platform to 

elaborate on the everyday challenges they encounter (e.g., Pozzebon et al., 2016). In 

terms of deaf people, storytelling has been used as a method and found to be 

beneficial in research on deaf people with dementia because storytelling is typical 

for the deaf culture (Ferguson-Coleman & Young, 2018; Young et al., 2020). 

Researchers have explored the impact of supporting people with dementia by 

collecting data from dyads, which consist of people with dementia and their 

informal caregivers, using quantitative methods like structured questionnaires, 

self-report scales, and other indexes (e.g., Brites et al., 2020). However, the 

caregiving process is complex and dynamic, and questionnaires may not fully 

capture certain aspects, such as emotion regulation strategies. 

Formal caregivers’ perceptions of interactions have been examined using 

vignettes that portray interactions between a person with dementia and a formal 

caregiver (e.g., Savundranayagam et al., 2007). Additionally, studying 

conversations of dyads, such as people with dementia and formal caregivers in 

residential care (see, e.g., Baker et al., 2015), can provide valuable insights into the 

supportive strategies employed by formal caregivers and the results can be used in 

training. 

4.2.1 Data gathering methods 

A qualitative descriptive design (Doyle et al., 2020) was utilized in this dissertation, 

and thematic (Polit & Beck, 2012) and semi-structured (Kim et al., 2017) interviews 

were conducted using the purposive sampling technique described in Elo et al. 

(2014). The focus was on family members’ and formal caregivers’ perceptions of the 

interaction of deaf people with dementia, and hence, they were the target groups of 

the interviews. In addition, the data comprise field work (see also Antelius et al., 

2018), observation (see also Dick, 2014), and video recordings of dyadic interaction 

of deaf residents with dementia and formal caregivers in a nursing home for older 

deaf people (hereafter Home).  

The methods in qualitative descriptive design include purposive sampling 

techniques (Palinkas et al., 2015), which involve selecting those participants that 

have knowledge and experience of the research phenomenon and can respond to 

the research aims (Ritchie et al., 2003). Accordingly, sampling requires maximum 

variation to identify the shared pattern that arises from heterogeneity (Palinkas et 

al., 2015). Typical of qualitative descriptive design is the small sample that should 

cover the study aims (Ritchie et al., 2003), and the data saturation is used as the 

gold standard for sample size (Fusch & Ness, 2015). However, the amount of 

information the sample holds relevant to the study is seen as more important than 

the number of participants (Malterud et al., 2016). 
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A qualitative descriptive design utilizes diverse data sources to explore the who, 

what, and where of a phenomenon (Sandelowski, 2000). The most common data 

collection method is semi-structured face-to-face interviews (Kim et al., 2017), with 

telephone interviews also being used (Ward et al., 2015). Observational data is also 

collected (Sandelowski, 2000; Lambert & Lambert, 2013), though often considered 

supplementary (Kim et al., 2017). Interviews are particularly valuable as they 

provide insights into feelings, thoughts, and intentions that may not be observable 

or accessible through other means, such as documents (e.g., Thoft & Ward, 2022). 

The structure of qualitative interviews can vary, ranging from structured or semi-

structured to open-ended and in-depth formats (e.g., Backhouse & Ruston, 2022; 

Hoel et al., 2021; Thoft & Ward, 2022). 

The data in this dissertation are multimodal (see Young & Temple, 2014). 

Thematic interviews (Polit & Beck, 2012) in Study I were conducted in Finnish or 

FinSL, depending on the interviewees’ preference. Eight interviews were conducted 

in total: Six in the interviewees’ homes, one at their workplace, and one at the 

author’s home. The interviews were audio or video recorded with permission, 

ranging from 48 minutes to 2 hours and 22 minutes, with an average duration of 1 

hour and 13 minutes. The total data amounted to 9 hours and 48 minutes. The 

themes explored included communication before the onset of dementia, changes in 

communication, and strategies used by deaf parents with dementia and their family 

members to enhance understanding. 

Individual semi-structured interviews (Kim et al., 2017) in Study III were 

conducted in Finnish or FinSL, audio or video recorded, and lasted from 27 to 63 

minutes, totaling 9 hours and 41 minutes. Transcriptions resulted in 123 single-

spaced pages using Times New Roman font size 12. Ten interviews were conducted 

face-to-face in a quiet room in the Home, one at the interviewee’s home, and two by 

telephone. The interviews covered participants’ background information, work 

experience with deaf and other people with dementia, FinSL proficiency, and 

perceptions of social interaction and supportive communication with deaf 

residents. Participants shared their perceptions and illustrated them with their 

experiences during the interviews. 

In Study II, fieldwork, and observation (Dick, 2014) were conducted in the 

Home. The fieldwork included a 2-week period of familiarization with the residents 

with dementia and the staff, followed by a 6-week data gathering period. The 

researcher acted as an observer participant, where the researcher’s role was known, 

and participation was secondary to observation (Antelius et al., 2018; Dick, 2014). 

The participation involved sitting with the residents, engaging in casual 

conversations, sitting with the caregivers during daily reports, and joining the 

residents in activities like handicrafts and sing-alongs in FinSL, but not 

participating in nursing tasks. The observation data consisted of 21 video recordings 

of one-on-one interactions between deaf people with dementia and formal 
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caregivers, lasting for 15 minutes each and covering various topics of their choice. 

The conversation partners were sitting in the resident’s room in such a way that 

they could see each other well but were also visible to the camera. The camera was 

placed ca 2–3 meters away from them near the door. The total data amounted to 5 

hours and 25 minutes. The transcriptions of the data were done in detail in Finnish, 

resulting in 106 single-spaced pages using Times New Roman font size 12. 

In summary, this dissertation employed triangulation, a qualitative research 

approach that involves using multiple methods or data sources to gain a 

comprehensive understanding of phenomena (Moon, 2019). Method and data 

triangulation (Carter et al., 2014) were achieved through the use of interviews, 

observations, and participant observation in the field. The multiple data sources 

included thematic (see Polit & Beck, 2012) and semi-structured interviews (see Kim 

et al., 2017) with family members and formal caregivers, as well as video data 

capturing social interaction between deaf people with dementia and their formal 

caregivers. Table 3 depicts the research methodology. 

 

Table 3 Research methodology. 

Note. ICBCS = Interactional Coping Behavior Coding System (Barbee & Cunningham, 1995). 

 Triangulation  

Study I, III II 

Method Interviews: 

Thematic interviews 

Semi-structured interviews 

Observation: 

Fieldwork 

Video data 

Data and participants Thematic interviews of family 
members (N = 8) 

Semi-structured interviews of 
formal caregivers (N = 13) 

Video data of interactions of 
deaf people with  

dementia (n = 5) and  

formal caregivers (n = 9) 

Data gathering 2012–2013 

2016–2017 

2016 

Analysis Inductive content analysis Inductive content analysis 

ICBCS 

 

4.2.2 Participants 

Study I invited all family members of deaf people with dementia, irrespective of 

their relationship or gender. To be eligible, participants needed to be family 

members using Finnish/Swedish or FinSL and having regular weekly contact with 
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the person with dementia. This inclusive approach aimed to gather diverse 

perspectives and experiences within the family context. 

In Studies II and III, purposive sampling (Elo et al., 2014) was used, and all 

formal caregivers responsible for the care of deaf people with dementia were invited 

to participate, regardless of their gender and hearing status. The criteria for formal 

caregivers included being involved in day-to-day care in the Home and being able 

to communicate in FinSL. By including both deaf and hearing caregivers, the study 

aimed to gain diverse perspectives and experiences in the caregiving context. 

Participants included CODAs in Study I, deaf people with dementia in Study II, and 

formal caregivers working with deaf people with dementia in Studies II and III. 

Study I included a total of eight participants (N = 8), comprising both deaf and 

hearing family members of deaf people with dementia. Equal opportunity was given 

to both groups to participate, and interviews were conducted in their preferred 

language, in FinSL or Finnish. The participants were adult CODAs, with one being 

deaf and seven being hearing, representing various age groups, and residing in 

different regions of Finland. Recruitment was done in collaboration with the staff 

at the Homes of the Service Foundation for the Deaf in Finland and the Services 

Department of the Finnish Association of the Deaf. 

Before participating in the study, all participants in Study I were fully informed, 

in FinSL or Finnish, about the research and provided with additional information 

through a handout. They were also encouraged to ask any questions they had before 

giving their consent. Written consent was obtained from all participants. It was 

explained to them that participation was voluntary and that they could withdraw at 

any point without consequences. Additionally, considering that recounting 

experiences could be stressful, empathy was shown during the interviews, and short 

breaks were taken when needed to ensure paticipants’ comfort and well-being 

(Pesonen et al., 2011). 

Study II included a total of five deaf people with dementia (hereafter deaf 

residents) (n = 5) and nine formal caregivers (n = 9). The recruitment of 

participants was carried out in collaboration with the Home of the Service 

Foundation for the Deaf in Finland. Initially, eight potential deaf candidates were 

identified by the head of staff based on clinical criteria, including being a deaf FinSL 

user showing signs of dementia. While a formal dementia diagnosis was not 

mandatory, deaf residents with suspected dementia were considered for inclusion 

in the study. All deaf residents were diagnosed with AD. 

Considering that people with dementia may have difficulty understanding and 

remembering information, as well as challenges in communication and decision-

making, proxy decision makers were contacted for their participation in the 

research (Black et al., 2013; de Medeiros et al., 2022). Information sheets and 

consent forms were sent to six individuals who had a family member as a trustee, 

and a reminder letter was also sent. Ultimately, six written consents were received. 
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However, consent was not a one-time event but an ongoing process of continuous 

information, explanation, and agreement, i.e., "process consent" (Antelius et al., 

2018; Dewing, 2007; Ferguson-Coleman & Young, 2018). Therefore, the 

willingness of deaf residents to participate was ascertained before every interaction 

session, and one deaf resident eventually declined to participate. 

In Study II, twelve formal caregivers (N = 12) from the Home were invited to 

participate, of whom three declined and nine agreed to take part. The participants 

represented diverse age groups and working experience, with three being native 

FinSL users (deaf or hearing people who learned FinSL in childhood) and six having 

learned FinSL later in life. Their ages ranged from approximately 20 to 50 years, 

and their work experience varied from a few months to over 20 years. They were 

informed that participation was voluntary, anonymous, and confidential, and they 

had the right to withdraw from the study at any time without providing 

explanations or facing consequences. 

In Study III, thirteen caregivers (N = 13), including practical nurses, nurses, and 

dementia specialists, who worked with deaf people with dementia participated. 

They were recruited during the data gathering of Study II. Most of the caregivers 

worked in the Home, while a few worked in the deaf community. Among the 

participants, three were native FinSL users and ten were non-natives who acquired 

FinSL as adults. All participants provided consent for the study. Considering the 

small number of deaf residents and their formal caregivers in Finland, the number 

of participants was deemed sufficient for the research (see Cleary et al., 2014). Table 

4 displays an overview of the demographic information of the participants. 
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Table 4  Participants in studies I–III. 

Note. CODA = Child of Deaf Adults, N/A = Not applicable, AD = Alzheimer’s disease, FinSL = 
Finnish Sign Language, y = years. 

aTraining concerned only formal caregivers in Study III. Dementia-nurse-training or similar 
comprised of all further training in dementia reported by the participants, typically a one-year 
training provided by vocational colleges. 

Study I II II, III 

Participant Family member 
(CODA) (N = 8) 

Deaf people with 
dementia (n = 5) 

Formal caregivers  

(N = 13) 

Age ~30–60 years ~80–90 years ~20–50 years 

Dementia diagnosis N/A AD (n = 5) N/A 

FinSL background FinSL in childhood 
with parent 

Yes (n = 4) 

No (n = 4) 

Deaf (n = 1) 

Hearing (n = 7) 

Deaf FinSL users  

(n = 5) 

Natives (deaf or 
CODA) (n = 4) 

Non-natives (n = 9) 

Dementia-nurse-
traininga 

N/A N/A Yes (n = 9) 

No (n = 4) 

Work experience with 
deaf people with 
dementia 

N/A N/A <3y (n = 3) 

3–8y (n = 4) 

>9y (n = 6) 
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4.2.3 Data analysis 

In qualitative descriptive design, the data analysis is data driven (Lambert & 

Lambert, 2013), and the interpretation is presented at a level that those whom the 

research is about are easily able to understand and can use the findings in 

healthcare practice (Chafe, 2017). Furthermore, an explorative approach to 

analysis, i.e., inductive approach, is commonly needed (Kim et al., 2017). The most 

commonly used data analysis techniques are content and thematic analysis 

(Vaismoradi et al., 2013), which offer competent ways of the lower-level 

interpretation often required in qualitative descriptive research (Doyle et al., 2020). 

The findings are presented with the help of authentic quotations from the 

interviews (Sandelowski, 2010). In addition, a thematic summary of findings 

develops an interpretation of a common theme (Willis et al., 2016). 

Data were analyzed using inductive content analysis (Elo & Kyngäs, 2008; 

Vaismoradi et al., 2013) and the Interactional Coping Behavior Coding System 

(ICBCS, Barbee & Cunningham, 1995). The data analysis methodology is displayed 

in Table 3. The data analysis in Study I followed the principles of inductive content 

analysis (Elo & Kyngäs, 2008). The analysis of the transcribed material followed a 

systematic process. Initially, the transcriptions were carefully read multiple times 

to gain familiarity with the data. Next, the researcher identified units of analysis, 

which corresponded to meaningful segments or themes within the transcribed 

material. These themes were selected based on their relevance to the research 

questions and objectives. 

In the next phase, the identified themes were further refined through a process 

of simplification, abstraction, and consolidation. Similarities and dissimilarities 

among the themes were examined, and subcategories were created to capture the 

nuances within each theme. This allowed for a more detailed and comprehensive 

understanding of the data. The subcategories were then organized under higher-

order headings to create a coherent structure for the analysis. Through this process, 

four main categories emerged: (1) means of communication, (2) interaction, (3) 

language comprehension, and (4) social relationships and communication. These 

categories represented the overarching concepts that encapsulated the findings of 

the analysis. Overall, this systematic approach to analysis ensured that the data 

were thoroughly examined, and the key themes and categories were identified. It 

allowed for a comprehensive exploration of the research questions and provided a 

solid foundation for drawing meaningful conclusions from the data. 

The data analysis in Study III followed the principles of inductive content 

analysis (Elo & Kyngäs, 2008; Vaismoradi et al., 2013). Following an in-depth 

analysis of the transcripts, significant words and expressions were identified as 

units of meaning. These units were then assigned codes using the qualitative 

analysis software ATLAS.ti, resulting in a total of 355 codes. The occurrence of these 
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codes was carefully evaluated, and similar codes were grouped together and 

renamed as deemed appropriate. 

The next step involved combining the codes to form subcategories, which were 

further abstracted and collapsed into categories based on their similarities. This 

process allowed for a more systematic organization of the data and facilitated the 

identification of overarching themes and patterns. In the final stage of analysis, the 

subcategories were grouped under higher-order headings to create a coherent 

structure for the findings. Three main categories emerged from this process: (1) 

challenges in interaction, consisting of four subcategories, (2) strategies in 

supporting interaction, comprising three subcategories, and (3) support for family 

members and caregivers, consisting of two subcategories. 

This analytical approach, facilitated using ATLAS.ti, enabled systematic 

exploration and organization of the data. It provided a comprehensive 

understanding of the challenges faced in interaction, the strategies employed to 

support interaction, and the support needed by family members and caregivers. By 

categorizing and collapsing the codes into meaningful themes, the analysis revealed 

important insights and contributed to the overall findings of the study. 

In the video data (Study II), the data analysis first followed the principles of 

inductive content analysis (Elo & Kyngäs, 2008). The analysis process began by 

reading the transcripts multiple times to gain familiarity with the data and identify 

the units of analysis. These units were defined as interaction sequences in which a 

discernible topic was discussed. A total of 479 sequences were identified, examined, 

and organized according to the utterances of the dyadic partners involved. An 

utterance was considered a meaningful reaction carrying independent meaning, 

resulting in a total of 1936 utterances. The next step involved open coding, where 

each utterance was assigned a code based on its content. These codes were then 

condensed and grouped into categories with similar codes. This process helped to 

identify common themes and patterns in the data. To further analyze the 

communicative behaviors of the caregivers, the ICBCS was employed. Each of the 

1936 utterances was assigned a code from the ICBCS, utilizing 18 of the 28 available 

categories. This allowed for a more nuanced understanding of the caregivers’ 

communication strategies. 

Finally, the codes were examined within the context of the interaction 

sequences, leading to the identification of supportive strategies employed by the 

caregivers. Five supportive strategies emerged from this analysis: (1) interaction 

maintenance, (2) emotional support, (3) instrumental support, (4) informational 

support, and (5) memory support. These strategies represented the ways in which 

the caregivers provided support and assistance to the deaf people with dementia 

during the interactions. By employing a systematic analysis approach and utilizing 

the ICBCS framework, this study was able to capture and categorize the 



 

40 

communicative behaviors of the caregivers and identify specific supportive 

strategies employed in their interactions with deaf people with dementia. 

4.2.4 Ethical questions 

When conducting research involving vulnerable individuals, such as those with 

dementia, ethical considerations are of utmost importance. Informed consent and 

respect for autonomy are crucial principles that must be upheld. Researchers 

should provide clear and understandable information about the research to 

individuals with dementia, consider their cognitive impairments and adapt 

communication methods accordingly (Antelius et al., 2018). Written consent can be 

obtained from the participants themselves or their family members when 

appropriate (Black et al., 2013). Throughout the research process, researchers must 

prioritize the well-being and best interests of individuals with dementia, ensuring 

their comfort and safety and responding to any signs of distress. 

Ethical review boards provide oversight to ensure that the research upholds the 

rights and dignity of participants and minimizes potential harm. In this 

dissertation, ethical guidelines were followed, and approval was obtained from the 

University of Helsinki Ethical Review Board of the Humanities and Social and 

Behavioural Sciences (30/2016). Participants in each study participated voluntarily 

and had the right to withdraw at any time. Data were kept securely, and participant 

details were anonymized to protect their privacy within the deaf community in 

Finland. 

4.2.5 Researcher’s reflection 

In qualitative research, the researcher’s self-reflexivity is essential, because their 

personal characteristics and experiences can influence the research process and 

interpretation of findings (Pezalla et al., 2012). The researcher’s familiarity with the 

topic and participants can facilitate trust and understanding, but it may also 

introduce bias (Antelius et al., 2018; Berger, 2015; Davis et al., 2010; Young & 

Temple, 2014). The interviews are always a collaboration between two partners, i.e., 

the interviewer and the interviewee. The researcher’s task is to create the social 

interaction, the unique conversational space, in which the participants feel safe 

enough to share their thoughts (Owens, 2006). The researcher’s own experiences 

within the culture and the phenomena under research can be beneficial: they play 

a role in the interactive nature of interviews (Antelius et al., 2018; Thorpe et al., 

2018). Furthermore, familiarity may help, providing an easier entrée by knowing 

about the topic and understanding the participants (Berger, 2015). The researcher 

is a CODA and native in FinSL, which eliminated the need for an interpreter and 

helped establish a confidential relationship with participants (see Antelius et al., 
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2018; Ferguson-Coleman & Young, 2018). Confidentiality among older deaf people 

is important, and with the researcher being an outsider, i.e., not familiar from 

childhood in that deaf community, it was essential for deaf participants to trust the 

researcher (see Antelius et al., 2018). 

Study II involved a two-month fieldwork period in the Home, providing valuable 

insights into residents’ daily lives and communication. Conversations with deaf 

residents and nursing home personnel further contributed to the holistic 

perspective and credibility of the research findings (see Antelius et al., 2018). 

Throughout this period, the researcher maintained a personal diary to record 

observations and reflections. The observational phase of the study provided 

valuable insights into the daily life and routines within the Home. By immersing 

herself in the environment, the researcher was able to observe and document 

various aspects of the residents’ experiences. This included gaining an 

understanding of FinSL as used by the residents. Additionally, the researcher had 

the opportunity to learn about the residents’ personal histories and their life stories 

as well as the medical facts (i.e., diagnosis and medication), which contributed to a 

deeper contextual understanding of their communication. 

The fieldwork period served as a crucial foundation for subsequent data analysis 

and interpretation (see Antelius et al., 2018). It enabled the researcher to develop a 

comprehensive understanding of the social interaction, support mechanisms, and 

challenges encountered by deaf residents in the Home. Throughout the fieldwork, 

the researcher adhered to ethical considerations, ensuring the privacy, dignity, and 

confidentiality of the participants. The observational approach facilitated an in-

depth exploration of the unique sociocultural context of the Home and provided 

rich qualitative data that formed the basis for subsequent analysis and findings. 

When conducting research, it is essential for researchers to be mindful of their 

own identities and how they relate to their informants (Antelius et al., 2018). The 

author of this dissertation possesses unique personal and professional experiences 

that have enriched understanding of the relationships examined in the study. As the 

daughter of a deaf parent with dementia, the researcher has gained firsthand insight 

into the dynamics and complexities of the participants’ relationships. This personal 

connection has likely enhanced the author’s empathetic understanding and ability 

to interpret the participants’ experiences. 

The researcher’s work as an RN in a residential home for older deaf people, 

where some residents also had dementia, has provided valuable firsthand 

experience and knowledge, and exposed her to the lived experience of dementia and 

the specific support needs that arise in such settings. Engaging in conversations 

with family members, other CODAs, and personnel in the nursing home has further 

enriched the researcher’s insights. These conversations have allowed the author to 

gain diverse perspectives on what it means to have a parent with dementia and the 

challenges and rewards associated with caring for deaf people with dementia. The 
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researcher’s interactions with personnel in the nursing home have provided 

valuable insights into the caregiving process and the impact of supportive 

environments on the well-being of people with dementia. 

The holistic perspective gained from these personal and professional 

experiences has likely informed the analysis and writing process of the dissertation, 

contributing to a more comprehensive and nuanced understanding of the social 

interaction and support needs of deaf people with dementia. Such authentic 

insights and diverse perspectives enhance the credibility and contribute to the 

overall richness of the dissertation. The researcher’s self-reflexivity and unique 

experiences have enhanced the depth and relevance of the study, providing a 

comprehensive understanding of the social interaction and support needs of deaf 

people with dementia. However, the researcher must be aware of the possible 

impact their background can have on interpreting the data. They need to be 

conscious of the possibility of biased perceptions, which could result in 

confirmation of results similar to one’s own experiences. The state of intentional 

“not-knowing” and curiosity towards both the familiar and the unfamiliar have been 

my goals. 
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5 Results 

The chapter will primarily focus on two main themes that emerged from the data: 

the perceived changes in social interaction among deaf people with dementia and 

the supportive communication provided by family members and formal caregivers. 

The reader is recommended to read the original publications for a comprehensive 

body of results (see Studies I–III). 

The first theme, the perceived changes in social interaction, encompasses the 

various shifts and adaptations observed by family members and formal caregivers 

in the communication patterns of deaf people with dementia. The findings shed 

light on how the cognitive decline among people with dementia impacts their ability 

to engage in meaningful interactions and maintain social connections. These 

changes were described and analyzed in terms of communication difficulties, 

alterations in language comprehension, and shifts in social relationships and 

communication dynamics. 

The second theme, the supportive communication provided by family members 

and formal caregivers, explores the strategies and approaches employed to assist 

deaf people with dementia in navigating their social interaction. The findings reveal 

the diverse ways in which family members and formal caregivers provide support, 

including maintaining the continuity of communication, offering emotional 

support, providing instrumental assistance, sharing relevant information, and 

aiding with memory-related tasks. The chapter will delve into these supportive 

strategies and highlight their significance in enhancing the well-being of deaf 

people with dementia. By delving into these significant findings, this chapter aims 

to provide a comprehensive understanding of the perceptions of family members 

and formal caregivers regarding the social interaction and support for deaf people 

with dementia. It offers valuable insights into the challenges faced, the strategies 

employed, and the impact of supportive communication on the overall well-being 

of both deaf people with dementia and those who care for them. 

5.1 Perceived changes in social interaction 

Family members (Study I) and formal caregivers (Study III) had perceived some 

similar kinds of changes in social interaction of deaf people with dementia. The 

changes comprised (1) linguistic changes, (2) changes in interpersonal 
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communication, (3) changes in memory, and (4) physical and nonverbal changes 

(see Figure 2). 

5.1.1 Linguistic changes 

The findings of this study indicate that deaf people with dementia exhibit changes 

in their language use patterns. It was observed that they may use less FinSL and 

rely more on speaking with family members and caregivers, although their speech 

may be unclear (Studies I, III). Moreover, in signing environments, they tend to 

sign more and speak less. 

Two key findings emerged from the analysis. Firstly, even after developing 

dementia, deaf people with dementia continue to use speech and lip-reading when 

communicating with hearing people, while using FinSL with their deaf or hearing 

family members and within the deaf community (Study I). However, it was noted 

that their speech production and signing may vary, with some individuals 

producing less speech and signing more, or vice versa (Studies I, III). Secondly, 

formal caregivers perceived that deaf people with dementia switch language based 

on their interaction partner following a similar pattern (Study III). 

Both family members and formal caregivers perceived similar kinds of linguistic 

changes, e.g., deaf people with dementia forgetting signs or replacing a sign with 

another not fitting the context (Studies I, III). The results also shed light on the fact 

that the participants, both family members and formal caregivers, perceived the 

reciprocal difficulties in comprehension that occur during social interaction 

between deaf people with dementia and their interaction partners (Studies I, II, III). 

Both family members and formal caregivers reported that deaf people with 

dementia experience challenges in understanding concepts and topics, as well as 

difficulties in comprehending medical jargon used by physicians and FinSL used by 

SL interpreters. Additionally, it was perceived that SL interpreters and younger 

nurses encounter difficulties in comprehending deaf people with dementia (Studies 

I, III). Finally, fingerspelling and the FinSL style of older deaf people appear to be 

particularly challenging for non-native formal caregivers, although native formal 

caregivers also occasionally face difficulties (Studies II, III). 

These findings highlight the importance of considering the specific 

communication needs and challenges faced by deaf people with dementia to 

communicate support and promote effective care. Strategies and interventions for 

improving comprehension and facilitating communication between deaf people 

with dementia and their interaction partners, including family members, formal 

caregivers, and other healthcare professionals, may help address the identified 

difficulties and enhance care quality for deaf people with dementia. 
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5.1.2 Changes in interpersonal communication 

The findings of this study indicate that deaf people with dementia exhibit a decrease 

in their level of initiative and engagement during interactions compared to the time 

before the onset of dementia (Study I). It was perceived particularly by family 

members that their relatives may become more passive and less proactive in their 

communication with others (Study I). Additionally, difficulties in maintaining the 

conversational flow were noted when a deaf person with dementia lost track of the 

conversation during an interaction (Study I). Furthermore, it was found that deaf 

people with dementia may not always react or respond appropriately during 

interactions with others, which can hinder effective communication (Study II). The 

results also suggest that deaf people with dementia experience challenges in 

participating in group interactions, which was perceived particularly by formal 

caregivers (Study III). Therefore, deaf people with dementia may struggle to engage 

with multiple individuals simultaneously, leading to difficulties in social interaction 

within a group setting. 

In terms of social relationships, the findings indicate that as perceived by family 

members, deaf people with dementia have fewer social connections in FinSL 

compared to the time before the onset of dementia (Study I). The decline in social 

relationships appears to be particularly prominent in the home environment when 

a person is living alone. It was noted that community-based care services in FinSL 

are not nationally available throughout Finland. However, the results suggest, as 

perceived by both family members and formal caregivers, that when transitioning 

to a nursing home specifically designed for older deaf people, the use of FinSL for 

social relationships may increase (Studies I, III). 

These findings highlight the importance of addressing the communication and 

social interaction difficulties faced by deaf people with dementia. Strategies that 

promote active engagement, facilitate conversational flow, and provide appropriate 

support during group interactions can enhance the overall communication 

experience for deaf people with dementia. Furthermore, ensuring access to 

community care services in FinSL and creating specialized care environments that 

support FinSL-based social relationships can contribute to improved social well-

being of deaf people with dementia. 

5.1.3 Changes in memory 

The findings of this study reveal that deaf people with dementia experience a decline 

in their memory functions (Studies I, II, III). Specifically, the results indicate that 

repetitiveness poses a significant challenge for family members, who find it 

particularly tiresome (Study I). On the other hand, formal caregivers perceive the 

repetition of stories by deaf people as a symptom of dementia and do not find it as 

challenging to manage (Study III). However, the results suggest that formal 
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caregivers tend to change the topic when a deaf person with dementia repeats sad 

or uncomfortable memories (Study II). This indicates a tendency to redirect the 

conversation away from distressing content. 

Consequent to memory difficulties, family members perceived that their parents 

with dementia encounter difficulties using household appliances like washing 

machines at their home (Study I). Additionally, formal caregivers report that deaf 

people with dementia may struggle to remember the current day or time of the year 

(Study III). Finally, formal caregivers perceive that residents may also struggle to 

find their way within the care facility (Home) and face challenges in completing 

daily tasks, such as selecting appropriate clothing (Study III). 

These findings highlight the impact of dementia on memory functions among 

deaf people and the specific challenges faced by both family members and formal 

caregivers in managing these symptoms. Understanding these difficulties can 

inform the development of tailored support strategies and interventions that 

address memory impairments and enhance the overall well-being of deaf people 

with dementia. 

5.1.4 Physical and nonverbal changes 

The findings of Study III suggest that formal caregivers perceive changes in the 

physical dexterity of deaf people with dementia. These changes manifest in signs 

that are smaller in size and less clear fingerspelling (Studies II, III). Furthermore, 

the alterations in hand and finger dexterity affect the clarity of signs and disrupt the 

usual signing space. For instance, signs that should be performed in front of the face 

may be performed in front of the chest or lower. 

Additionally, the results indicate that deaf people with dementia may exhibit 

changes in their nonverbal communication, such as expressing pain and mood 

changes, including episodes of anger and conflicts with others (Study III). As a 

result, they may turn their head away and lose eye contact with their interaction 

partner, such as a caregiver. This loss of eye contact is particularly significant in SL 

communication because it leads to a complete breakdown in interaction. SL 

interaction relies heavily on visual cues, and without eye contact, effective 

communication becomes impossible. 

These findings shed light on the impact of dementia on the physical dexterity of 

deaf people and the associated challenges in their communicative behavior. It 

emphasizes the importance of understanding and addressing these changes to 

provide appropriate support and facilitate meaningful interactions for deaf people 

with dementia. The findings are displayed in Figure 2. 
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Figure 2 Changes in social interaction of deaf people with dementia as perceived by family 
members and formal caregivers. 
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Thirdly, when comprehension difficulties arise, the family members employ 

strategies such as repeating, modifying, and explaining messages. They closely 

observe deaf people with dementia to assess their understanding and anticipate 

potential mood changes or conflicts. Additionally, family members perceive that 

they act as informal interpreters, processing the messages expressed by their 

parents and by others. However, changes in physical dexterity affecting the 

location, form, and movement of signs may make FinSL more challenging to 

comprehend. 

Fourthly, in cases where deaf people with dementia have fewer social 

relationships in FinSL within their former home environment, family members 

support them by regularly visiting and assisting with daily activities. Lastly, family 

members noted an increase in social interaction and engagement after their deaf 

parent with dementia transitioned to a FinSL environment, such as a nursing home 

for the deaf. 

These findings highlight the important role family members play in 

communicating support to deaf people with dementia, adapting their 

communication strategies and actively engaging in the well-being and care of their 

parents. Their efforts contribute to maintaining social connections and enhancing 

the well-being of people with dementia in the deaf community. Figure 3 depicts the 

supportive strategies provided by family members (Study I). 

 

 
 

 

Figure 3 Supportive strategies for deaf people with dementia communicated by family members. 
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5.2.2 Supportive strategies communicated by formal caregivers 

The results show that formal caregivers recognize the various needs of deaf people 

with dementia and communicate support accordingly (Studies II, III). The results 

indicate that formal caregivers used five supportive strategies: (1) interaction 

maintenance, (2) emotional support, (3) instrumental support, (4) informational 

support, and (5) memory support (Study III). 

In terms of interaction maintenance, formal caregivers took the initiative by 

initiating topics and guiding the interaction. They employed various strategies such 

as asking questions, changing topics, and offering insights and suggestions to assist 

deaf residents who faced difficulties in responding. Emotional support was another 

important aspect, whereby caregivers provided comfort and empathy when deaf 

residents expressed sadness or communicated physical pain, sad memories from 

their past, how it feels to have dementia, or thoughts about death. Caregivers 

demonstrated compassion, remaining calm and present, actively engaging with the 

concerns of deaf residents.  

Instrumental support was provided through practical advice and actions. 

Caregivers offered concrete suggestions as part of their advice, while their actions 

involved providing practical assistance or engaging in activities on behalf of or 

together with the residents. Additionally, caregivers offered informational support 

by providing relevant information, such as details about upcoming events and 

available services within the Home. This type of support encompassed offering 

perspectives and suggestions on how to address problems.  

Memory support was identified, with caregivers reminding deaf residents about 

important dates, family visits, and previous conversations. They utilized verbal cues 

and personal photographs to aid in memory recall and provide memory support. In 

conclusion, the results show that the caregivers perceived the deaf residents being 

happy to interact with them and that they were mainly satisfied with the support 

the caregivers provided (Study II). 

These findings highlight the important role formal caregivers play in 

communicating support to deaf people with dementia in the various needs and 

changes that follow dementia. The supportive strategies provided by formal 

caregivers (Studies II, III) are depicted in Figure 4. 
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Figure 4 Supportive strategies for deaf people with dementia communicated by formal caregivers. 
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ensuring that they feel acknowledged. Additionally, caregivers demonstrated 

creativity by finding alternative options to communicate meaning when 

understanding was lacking and by breaking down complex instructions into 

smaller, more manageable units. 

Linguistic strategies encompass the approaches used by formal caregivers to 

communicate support for deaf residents with dementia (Study III). Maintaining 

attentive eye contact and using FinSL in a comprehensible manner were identified 

as effective strategies employed by formal caregivers. Effective strategies include 

communication techniques such as asking questions, suggesting words or signs, 

and interpreting nonverbal gestures to understand what deaf residents want to 

express (Study II). Caregivers make an effort to confirm their understanding of the 

messages conveyed by deaf residents with dementia. Nonverbal gestures, such as 

pointing and guiding, are also employed by caregivers in their efforts to support 

deaf residents. Touch can be used to provide comfort or guidance when a deaf 

resident with dementia lacks language skills. Whereas touch can potentially elicit 

aggressive behavior in some cases, it is important to note that touch is more 

meaningful for deaf people than for hearing people and a vital part of deaf culture, 

i.e., for getting attention. Additional supportive linguistic strategies involve the use 

of repetition and tangible communication, in which caregivers lead the person to 

the desired location or show them the object being referred to (Study III). 

These findings highlight the significance of the person-centered approach in 

providing successful support to deaf people with dementia. By understanding the 

individuals’ personal history, tailoring their communication approaches, and 

fostering a supportive environment, formal caregivers can enhance the overall well-

being and quality of care of deaf people with dementia. The results highlight the 

various linguistic strategies employed by formal caregivers to communicate support 

for deaf people with dementia. By utilizing these strategies, caregivers aim to 

overcome communication barriers, ensure understanding, and provide tangible 

support when SL communication is limited. While formal caregivers employ 

various successful supportive strategies, there were instances in which their actions, 

such as pointing out memory deficits, ignoring expressed sentiments, changing 

conversation topics, or repeating information, elicited annoyance from deaf people 

with dementia, leading to topic changes (Study II). Additionally, unsuccessful 

interactions were observed when misunderstandings arose, often due to difficulties 

in comprehending the FinSL style used by older deaf people with dementia and 

similar-looking signs. 

Furthermore, the results indicate that both family members (Study I) and formal 

caregivers (Study III) serve as informal interpreters between deaf people with 

dementia and physicians and SL interpreters. Family members, particularly 

CODAs, who have previously acted as informal interpreters between their parents 

and the hearing world, possess valuable insights in identifying communication 
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difficulties (Study I). Formal caregivers for their part also take on the role of 

informal interpreters between deaf residents and their family members, especially 

as dementia progresses, providing them with information about the condition 

(Study III). 

The results demonstrate that successful support is communicated in an 

empathetic relationship where formal caregivers are present, calm, positive, and 

attentive towards deaf residents with dementia. The more equal the relationship, 

the more supportive the communication tends to be. Ultimately, providing time and 

space and acknowledging the life experiences and history of deaf residents with 

dementia appear to be fundamental elements of supportive communication. 

In sum, the findings emphasize the crucial role of formal caregivers in 

facilitating communication and support for deaf residents with dementia. 

Successful interactions are fostered through understanding individual 

communication needs, fostering an empathetic environment, and valuing the 

unique experiences of the individual with dementia. Figure 5 illustrates the 

strategies associated with successful supportive communication as reported by 

formal caregivers. 

 

 
 

Figure 5 Successful supportive communication strategies for deaf people with dementia 
communicated by formal caregivers. 
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6 Discussion 

This dissertation was guided by three main aims. The first aim was to gain a 

comprehensive understanding of how dementia affects the social interaction of deaf 

people by examining the perceptions of family members and formal caregivers on 

changes faced by deaf people with dementia. This study aimed to shed light on the 

unique linguistic, communication, and social aspects of their interaction with 

others. 

The second aim was to explore supportive strategies provided by family 

members and formal caregivers of deaf people with dementia. Family members and 

formal caregivers were chosen because they are the ones who most typically interact 

with deaf people with dementia during the continuum of dementia and therefore 

have the most opportunities in communicating support for them. This involved 

examining the communication dynamics, interactions, and relationships between 

deaf people with dementia and their caregivers, including both family members and 

formal caregivers. By identifying successful supportive strategies, we can enhance 

the well-being of deaf people with dementia.  

The third aim was to identify the key elements that can enhance the abilities of 

family members and formal caregivers in providing support. By understanding the 

perspectives and experiences of family members and formal caregivers, this study 

aimed to uncover strategies, interventions, and resources that can further empower 

them in their caregiving roles. This included exploring ways to improve general 

communication, comprehension, and overall supportive communication. Through 

these three aims, this dissertation seeks to contribute to the knowledge surrounding 

dementia in the deaf community and provide practical insights for improving 

supportive communication for deaf people with dementia. 

6.1 Changes in social interaction among deaf people 
with dementia 

Deaf people with dementia face diverse linguistic changes similar to the findings of 

previous research concerning hearing people with dementia (e.g., Agbavor & Liang, 

2022; Pozzebon et al., 2016; Walker et al., 2023). Deaf people with dementia appear 

to repeat words, signs, and sentences (see also Nguyen et al., 2019). They have 

difficulty comprehending (see also Tsantali et al., 2013) and remembering 
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information (see also de Medeiros et al., 2022). Their abstract and conceptual 

thinking also declines (see also Allone et al., 2018). The findings of this dissertation 

reveal that deaf people with dementia have difficulty comprehending concepts, 

topics, medical information, and other people. The sign and word vocabulary of deaf 

people with dementia decreases, and some signs become incorrect or unclear. As 

dementia advances, this leads to deaf people with dementia tending to use less 

FinSL and more spoken words, but their speech may be unclear. However, since the 

oralistic approach in the 19th century failed to make all deaf people speak, their 

speech may never have been clear enough for others to comprehend. A more 

detailed explanation of linguistic and grammatical changes that were present in the 

interaction of the deaf people with dementia is beyond the scope of this dissertation 

and left for future research. 

Deaf people with dementia become passive and show less initiative, consistent 

with the previous research on hearing people with dementia (see also Walker et al., 

2023). They also lose the thread of conversation (see also Bayles et al., 2020). In 

addition, along with sign- and concept-finding difficulties and paraphrasing, these 

changes affect the conversational flow (see also Tsantali et al., 2013). Furthermore, 

the present study shows that participation in groups may become more difficult 

(Study III) as the social cognitive deterioration follows dementia (see also Setién-

Suero et al., 2022). Finally, deaf people with dementia have fewer social 

relationships (Study I), which is also shown in the previous research on hearing 

people with dementia (see also Rafnsson et al., 2020). Deaf people may lose their 

own familiar FinSL community with shared experiences, i.e., their social network, 

during the continuum of dementia. When transitioned to a Home, it takes time 

before a person with dementia gets acquainted with other residents and personnel 

in that specific deaf community. Furthermore, this attunement may not succeed at 

all. 

Among people with dementia, the deaf community is unique in the switching 

between two languages, i.e., FinSL and spoken language (Finnish), also called 

‘translanguaging’ (de Meulder et al., 2019). Older deaf people have been taught to 

speak and lip-read at school (Ladd, 2003; Ladd & Lane, 2013; Salmi & Laakso, 

2005). Along with the memory of the stigma of FinSL, their background may have 

an impact on their switching language when falling ill with dementia, and they 

revert to the spoken language. They may switch languages, depending on whether 

their interaction partner is hearing or deaf. To ask, “are you hearing or deaf?” or 

“what school did you attend?” is very common among older deaf people, because 

deaf people share an interest in other people’s connection with the deaf community 

(Ferguson-Coleman & Young, 2018; Minnesota Deaf and Hard of Hearing Services 

Division, 2023). When the interaction partner is hearing, deaf people with dementia 

may try to speak with or without signing. Their speech may although be unclear and 

difficult to comprehend, particularly for those who are not used to listening to it. 
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Accordingly, using FinSL may benefit the reciprocal comprehension. On the other 

hand, the previous studies on hearing bilingual people with dementia show that 

they often lose their second language (e.g., Brice et al., 2014; Gollan et al., 2010; 

Ellajosyula et al., 2020; Lind et al., 2018). Furthermore, deaf people with dementia 

may also switch languages, e.g., use their non-dominant language (Finnish) in a 

naming test to name a picture they cannot name in their dominant language (FinSL) 

(see also Gollan et al., 2010; Rantapää et al., 2015). However, the dominance 

difference between the two languages diminishes in the continuum of dementia 

(Lind et al., 2018). 

Communication challenges refer to family members and formal caregivers 

unable to make themselves understood by a person with dementia and vice versa 

(Nguyen et al., 2019). It may be difficult for family members to accept the 

communication and memory changes that follow dementia (Study I). This contrasts 

with previous research, which has found that family members feel frustration and 

confusion when roles change, i.e., a parent-child-relationship may turn in such a 

way that the adult child becomes the caregiver (e.g., Pozzebon et al., 2016). 

Regarding CODAs of older deaf people, they may have already acted as informal 

interpreters for their parents and taken care of running errands as children. 

Therefore, the change of roles in this context may be minimal. However, not all 

CODAs can use FinSL, and the communication within the family has been 

“speaking with big mouth movements,” i.e., coping with daily interaction using 

homemade language when the interaction has never been very deep. In addition, 

family members feel boredom and tiredness when their parent keeps repeating the 

same phrases over and over again (see also Morris et al., 2020). Accordingly, 

forgetfulness and change of personality may hit family members harder than formal 

caregivers who have in their professional role to carry the emotional burden 

dementia may cause. 

Most deaf people with dementia today use the older style of FinSL (Studies II, 

III). Particularly young formal caregivers are seldom native in FinSL and they may 

have been exposed to and learned the modern FinSL. They can have difficulty 

understanding older deaf people with dementia. When formal caregivers have 

difficulty comprehending the FinSL style of older deaf people, it may lead to formal 

caregivers being unable to provide care due to refusal or resistance and uncertainty 

about what to say (see also Nguyen et al., 2019). Furthermore, deaf people with 

dementia have difficulty understanding rapid signing, concepts, and FinSL used by 

SL interpreters. Regarding older deaf people, the FinSL they use differs from the 

FinSL learned by SL interpreters. One major difference is the fingerspelling of SL 

alphabets: older deaf people use the old ones and SL interpreters the new. In 

addition, deaf people with dementia may not always comprehend complicated 

sentences, instructions, or hypernyms, or jargon used by physicians because it is 

not SL interpreters’ business to explain but merely to translate.  
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Deaf people with dementia face deteriorating memory and nonverbal changes 

that can be manifested as forgetfulness, repetition of phrases and sentences, and 

looking away when in a conflict. The results are in line with previous research on 

the deaf community (see also Allan et al., 2005; Ferguson-Coleman & Young, 2018) 

and other minorities (see also Hanssen, 2013; Kenning et al., 2017; Lewis et al., 

2021). Deaf people with dementia have difficulty remembering recent events, 

supported by previous studies that depict hearing people with dementia facing 

deteriorating memory and cognitive functions (e.g., Bebbington et al., 2023; Laczó 

et al., 2022). Furthermore, dementia affects the ability to orient to time and location 

(see also Howett et al., 2019).  

Significant to deaf people with dementia is deteriorating finger dexterity, also 

shown in previous studies on hearing people (Liou et al., 2020; Suzumura et al., 

2018). This is crucial for deaf people because SL is a visual-spatial language, i.e., 

produced by hand and body movements, facial expressions, and the position of the 

eyes (Institute for the Languages in Finland, 2023). The changes affect the clarity 

of SL (Ferguson-Coleman & Young, 2018) and make it more difficult for the 

interaction partner to comprehend. For those to whom SL is not familiar, these 

changes can be equivalent to a quieter voice or unclear speech when using spoken 

language (Agbavor & Liang, 2022; Szatloczki et al., 2015). 

Deaf people with dementia turn their heads away when facing a conflict in which 

a total breakdown of interaction follows. Conventionally, turning one’s head away 

is considered linguistic, and for deaf people, a sign of being not interested in 

interacting (Ferguson-Coleman & Young, 2018). Eye contact in general has diverse 

functions: (1) gaze averted from the interaction partner refers to the thinking phase, 

(2) gaze towards the interaction partner refers to a request for assistance, and (3) 

exchange of gaze refers to how interaction folds evenly (see Reza Majlesi et al., 

2018). However, in the context of deaf people with dementia, turning one’s head 

away and losing eye contact is one way for a deaf person with dementia to express 

aggression, frustration, or other negative feelings (see also Ferguson-Coleman & 

Young, 2018). This creates a challenge for family members and formal caregivers in 

communicating support. 

In visual languages like SL, gaze plays a crucial role in active participation during 

conversations (Ferguson-Coleman & Young, 2018). Visual cues, facial expressions, 

and body language are vital for comprehension and communication. In SL, gaze is 

an active and necessary part of the conversation, enabling individuals to fully 

understand and contribute. Without visual engagement, crucial information and 

nuances may be missed. Therefore, for SL users, gaze is essential to actively 

participate and avoid exclusion, ensuring a complete exchange of ideas and 

information. 

In summary, this dissertation highlights the unique challenges faced by deaf 

people with dementia in social interaction with other people. The linguistic changes 
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and cognitive impairments faced by deaf people with dementia impact their ability 

to comprehend and express themselves effectively. Switching between FinSL and 

spoken language adds further complexity to their communication. Family members 

and formal caregivers also face challenges in understanding and communicating 

support to deaf people with dementia. The findings emphasize the importance of 

tailored strategies and interventions to improve communication and enhance the 

overall care provided to this vulnerable population. Moreover, the study 

emphasizes the significance of self-reflexivity in the research process and the role 

of the researcher as an instrument to gain authentic insights into the experiences of 

the participants. By acknowledging the cultural and linguistic context of deaf people 

with dementia, researchers and caregivers can create inclusive and supportive 

environments that cater to their specific communication needs. Ultimately, this 

research contributes to a better understanding of the unique communication 

challenges faced by deaf people with dementia and provides valuable insights for 

enhancing their well-being and quality of life. 

6.2 Supportive communication by family members and 
formal caregivers 

Family members and formal caregivers are often responsible for maintaining 

interaction with deaf people with dementia (see also Jootun & McGhee, 2011; 

Wilson et al., 2012). For example, family members and formal caregivers take 

initiative; shape the content and the form of a message, making it simpler and 

clearer; and lead the interaction (see also Purves & Phinney, 2012/2013). People 

with dementia in nursing homes in general often rely on formal caregivers to create 

social interaction, e.g., initiating or facilitating interaction between the residents 

(see also Adlbrecht et al., 2021; Söderlund et al., 2016). 

Formal caregivers are usually responsible for topic selection and emotion 

regulation of deaf people with dementia. They often choose the topics instead of 

letting deaf people with dementia take the initiative. They ask questions to prompt 

interaction (see also Söderlund et al., 2016). However, this has been found to be 

problematic and unsupportive when a person with dementia has a declining 

episodic memory (Seixas-Lima et al., 2020). Furthermore, there are three types of 

interactions: (1) interaction mostly led by caregivers, (2) interaction more evenly 

shared with partners in which people with dementia initiate and elaborate on 

topics, and (3) interaction in which people with dementia talk most and caregivers 

communicate support (Baker et al., 2015). Accordingly, caregivers may use different 

strategies when communicating with people with dementia, varying from 

accommodative to impeding communication. Those who reflect back the responses 

of the person with dementia sustain engagement, whereas inattentive engagement 

impedes communication. As a result, engagement with full attention and choosing 
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a topic of interest to deaf people with dementia is considered supportive 

communication. 

Supportive communication provided by formal caregivers in dementia care is 

essential in coping with dementia (see also Davis et al., 2022; Karner & Bobbitt-

Zeher, 2005). Supportive strategies addressed to communication changes consist 

of engaging in active attention and interpretive efforts to discern the intended 

meaning and communicative intentions of the interlocutor. Furthermore, a formal 

caregiver using supportive communication minimizes causes or triggers of 

problematic behavior and tries different ways to communicate (see also Nguyen et 

al., 2019). 

Since personhood is shaped in relationships with others, it needs to be 

continuously found, fulfilled, and confirmed (Kitwood and Bredin, 1992). What a 

person with dementia may need is another person, e.g., a caregiver, to prevent 

decline and losing oneself and to maintain personhood. Consequently, in the 

continuum of dementia, the process needs to be upheld (Kitwood & Bredin, 1992). 

Formal caregivers can establish relationships with deaf people with dementia by 

taking the initiative and giving time, suggesting that they employ high person-

centered communication skills (see also Ericsson et al., 2013). Furthermore, 

physical proximity of deaf people with dementia to their caregivers and the friendly 

gestures of the caregivers in a calm and pleasant atmosphere can help build trust 

and an equal relationship and produce positive feelings in both interaction 

partners. Talking about the photos of family members may help deaf people with 

dementia remember their close relationships (see also Fazio et al., 2018). In other 

words, the role of a caregiver is to become the memory of the person with dementia, 

and knowing the person is the key in care and in developing a mutual trust and 

relationship (Fazio et al., 2018). Additionally, formal caregivers provide emotional 

support for deaf people with dementia, e.g., by acting empathetic; being attentive, 

calm, and present; and showing compassion when deaf people with dementia 

express sadness (see also Ward et al., 2008). All in all, employing multiple 

communicative strategies is supportive in interaction with people with dementia 

(see also Wang et al., 2019). 

Care should be based on knowing the person and supporting the dignity and 

choices of an individual (see also Fazio et al., 2018). As regards high person-

centered supportive communication, knowing the biography of a person with 

dementia makes interaction more fruitful through sharing memories and by 

discussing something caregivers know about a deaf individual’s life history (see also 

Minghella & Schneider, 2012b; Polk, 2005). Life story work seems to be an effective 

method that encourages deaf people with dementia to communicate actively and 

share their memories in the form of storytelling, which is typical for the deaf 

community (Ferguson-Coleman & Young, 2018; Young et al., 2020). Deaf people 

with dementia need support in building their reality and daily life. Family members 
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can provide knowledge about the biography, habits, likes and dislikes of an 

individual with dementia for the formal caregivers. Respectively, formal caregivers 

can refer to this information when interacting with deaf people with dementia. 

Formal caregivers successfully use strategies of a high person-centered 

approach, resulting in being attentive, calm, empathetic and tolerant when 

communicating support to deaf people with dementia (see also Mundadan et al., 

2023; Ryan et al., 2005; Savundranayagam et al., 2007; Williams et al., 2018). 

Furthermore, formal caregivers described using nonverbal strategies and creativity 

in interaction with deaf residents. They try to use FinSL in a clear manner, maintain 

eye contact, and find other ways to express themselves. They ask questions and give 

alternatives to enhance the interaction of deaf residents. They also use tangible 

interaction, such as the use of objects, and lead deaf residents to the place they 

intended, e.g., bathroom. 

Nonverbal communication increases as verbal communication decreases along 

with advancing dementia (see also Kontos, 2012). When communication becomes 

limited, the meaning of nonverbal communication increases. However, the 

nonverbal in SLs differ from the nonverbal in spoken languages in which nonverbal 

is another layer in interaction, whereas SLs are “non-verbal” and the nonverbal in 

SLs is linguistic (Ferguson-Coleman & Young, 2018). Furthermore, when deaf 

people with dementia lose their SL communication skills, they express themselves 

through social and cultural habits, bodily movements, and other physical cues, such 

as facial expressions, eye behavior and posture (see also Kontos, 2012). These 

communicative ways have a significant role in social interaction and implicate 

meaning as being intentional, communicative, informative, and interactive. This 

can be seen, e.g., when creating contact and comfort through touch or when 

evaluating one’s pain (see also Cunningham et al., 2010). In addition, we can still 

establish meaningful connections with people with dementia (see also Hughes, 

2013). Then, the meaning is not given by words or signs, but by context. These 

connections are constructs of the interpretation of gestures, gaze, grimaces, mime, 

and diverse motions, but might also involve techniques, also called “Adaptive 

Interaction” – a means of communicating without words addressed to people with 

dementia who no longer use words (Ellis et al., 2018). 

Body work, i.e., feeding, toileting, and helping with daily hygiene, functions as 

an opportunity to build a bridge to the other person and create a sense of belonging 

(see also Watson, 2019). Accordingly, bodily actions, such as pushing away a cup, 

spitting out food or medication, as well as frowning and grinning should be 

considered as communicative, interactive, informative, and intentional (Kontos, 

2012) when caring decisions are made. Finally, knowledge about residents helps 

formal caregivers to know how to care for them. 

Physical surroundings and architecture in which deaf people with dementia live 

are significant, particularly small compact units where staff use FinSL help deaf 
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residents to feel calm and safe with an easy access to help and care (see also Lüdtke, 

2014). Furthermore, a communicative environment in FinSL supports deaf people 

with dementia to maintain their FinSL, and in dementia-specified units for deaf 

people, the use of FinSL may even increase. Consequently, a signing environment 

is highly important in supporting social interaction for deaf people with dementia 

(see also Parker et al., 2010). 

In sum, supportive strategies differ individually (see also Savundranayagam & 

Moore-Nielsen, 2015). Caregivers who use positive feedback can enhance topic 

maintenance during interactions with deaf people with dementia (see also Dijkstra 

et al., 2002). All in all, knowing the biography of a person with dementia helps in 

understanding their communicative behavior, and behavior in general, as well as 

predicting and avoiding conflicts. Furthermore, having eye contact and using 

nonverbal gestures and touch are associated with successful supportive 

communication (see also van Manen et al., 2021). Successful supportive strategies 

(see Figure 4 for results) comprise relational strategies, interactional strategies, and 

linguistic strategies. Figure 6 displays these categories of strategies. 

 

 

 
 

Figure 6 Categories of successful strategies for formal caregivers supporting deaf people with 
dementia. 
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6.3 Ways to improve supportive communication 

While the results demonstrate that both family members and formal caregivers 

employ various strategies to support deaf people with dementia, there is room for 

improvement (Study III). First, fostering an empathetic and supportive 

environment is essential. Formal caregivers should strive to develop a relationship 

of trust and understanding with deaf people with dementia, recognizing their 

unique needs and preferences. This can be achieved through active engagement, 

patience, and sensitivity to nonverbal cues. 

Second, it is crucial to provide special training for family members and formal 

caregivers to enhance their understanding of dementia and its impact on 

communication. This can include workshops, seminars, and resources that focus on 

effective communication strategies and techniques specific to deaf people with 

dementia. 

Third, improving professional collaboration and communication between 

formal caregivers, SL interpreters, and other healthcare professionals is vital. 

Regular meetings and discussions can help ensure accurate end consistent 

information exchange, avoiding misunderstandings and enhancing overall care 

coordination. 

Lastly, providing ongoing support and resources for family members and formal 

caregivers is essential. This can include access to support groups, counseling 

services, and educational materials to help them navigate the challenges of caring 

for deaf people with dementia. By implementing these strategies, the abilities of 

family members and formal caregivers can be further enhanced, leading to more 

effective and supportive communication with deaf people with dementia. Figure 7 

portrays the ways in which formal caregivers perceive supportive communication 

can be enhanced. 
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Figure 7 Ways for formal caregivers to improve supportive communication for deaf people with 
dementia. 

 

Formal caregivers have an important role in giving family members information 

about dementia and its impact on deaf people (see also Mazaheri et al., 2013). 

Formal caregivers also help to interpret the expressions of deaf people with 

dementia when family members have difficulty understanding them. Consequently, 

formal caregivers experience ambivalent feelings when working with people with 

dementia (see also de Witt & Ploeg, 2016). Therefore, formal caregivers need 

emotional support to be capable of providing person-centered care. 

Furthermore, formal caregivers discuss and share their ideas with their co-

workers in order to solve difficult situations, e.g., conflicts and misunderstandings 

with deaf people with dementia, (see also Nguyen et al., 2019). Formal caregivers 

are willing to learn more FinSL, particularly the style used by older deaf people. In 

addition, the formal caregivers want to educate themselves further on dementia. In 

particular, they want to learn how dementia impacts deaf people and how to 

improve support for them. This finding reflects career growth (see also Gilster et 

al., 2018; Nguyen et al., 2019). 

This doctoral dissertation offers valuable insights into the challenges faced by 

deaf people with dementia and emphasizes the importance of providing effective, 

supportive communication and care in FinSL, ensuring their needs are recognized 

and they feel seen and valued. Formal caregivers must receive education and 

training in deaf culture and the unique communication needs of deaf people with 
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dementia (see also Hepner et al., 2022), particularly understanding the FinSL style 

of older people. Additionally, the presence of more native signers among healthcare 

professionals is crucial for creating a fluent signing environment. Creating an active 

signing environment and fostering linguistic stimulation can enhance the well-

being and communication abilities of deaf people with dementia. It is evident that 

knowledge of the life history of an individual plays a key role in understanding their 

unique needs and preferences. Therefore, collaboration with family members is 

essential in tailoring support to individual needs. 

Importantly, deaf people with dementia are not solely members of the broader 

community but are also active members in the visual-cultural deaf community, 

where they maintain connections, friendships, and cultural identity. However, as 

they experience declining cognitive skills and changes in social interaction, their 

involvement in the deaf community may be affected (see Ferguson-Coleman & 

Young, 2018; Rogers et al., 2018b; Young et al., 2018). The deaf community should 

also be educated about dementia to provide better support and decrease prejudices, 

enabling active members to maintain connections and cultural identity (see also 

Ferguson-Coleman et al., 2014; Young et al., 2016). Finally, by incorporating these 

findings into practice, we can work towards improving the quality of life and care of 

deaf people with dementia, recognizing their unique communication and cultural 

needs. 

6.4 Evaluation of the research and future implications 

6.4.1 Methodological considerations 

The data of this dissertation comprised individual thematic and semi-structured 

interviews, as well as video recordings of dyadic interactions. The methods of 

analysis used were inductive content analysis and ICBCS. Furthermore, both data 

and analysis triangulation were applied. 

Interviews are useful in gathering data on a previously little-researched 

phenomenon (Ritchie et al., 2003), such as the social interaction of deaf people with 

dementia and their, often, hearing caregivers. While semi-structured interviews 

have been widely used in research on dementia (e.g., Ericson-Lidman et al., 2014; 

Kamalraj et al., 2021; Lee & Lee, 2022; Mazaheri et al., 2013), there are very few 

studies that have used thematic interviews with family members (see Lundin et al., 

2021). Consequently, this study adds to literature showing that thematic interviews 

can encourage family members to describe their experiences freely and accurately 

compared to the setting of pre-determined and focused topics of a semi-structured 

interview (see also Adeoye-Olatunde & Olenik, 2021). 

Video data have been used in studying interactions between caregivers and deaf 

people with dementia (e.g., Ferguson-Coleman & Young, 2018; Spanjer et al., 2014) 
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but also among hearing people (e.g., Hall et al., 2018; Kim et al., 2022). Video data 

are beneficial because they can be reviewed repeatedly, and they capture facial 

expressions as well as other gestures showing details that could otherwise be missed 

(see also Williams et al., 2018). Furthermore, video analysis may help reveal the 

hidden patterns of behavior and the ways that various resources are used in 

interaction as well as reveal both beneficial and problematic behaviors in 

interaction (see also Antelius et al., 2018; Reza Majlesi et al., 2018). Video data can 

yield a deeper understanding of interaction. Finally, utilizing video data helps 

people with dementia be more included and actively participate in research 

(Ferguson-Coleman & Young, 2018; Parker et al., 2010; Young et al., 2014; 2018). 

Previous studies have utilized the theoretical background and methods of 

conversation analysis (CA) when studying conversations between formal caregivers 

and people with dementia (e.g., Hall et al., 2018; Kindell et al., 2017; Webb, 2017). 

Moreover, CA is interested in the organization of social interaction and not in 

conversations and language itself (Reza Majlesi et al., 2018). This is to say that CA 

typically concentrates on exploring turns and repairs in interaction. However, this 

dissertation aimed to explore the dimensions of relationships in which content 

analysis is more applicable. Therefore, CA was not chosen as an analysis method. 

Inductive content analysis (Elo & Kyngäs, 2008; Vaismoradi et al., 2013) can be 

used when there is no existing theory and little previous research on a phenomenon, 

as in the case of this dissertation. It aims at producing qualitative answers to the 

research questions obtained from the data, i.e., words or sentences produced for the 

interviews. Therefore, inductive content analysis was considered appropriate, albeit 

laborious and time-consuming, for this dissertation in finding the answers to the 

research questions. 

ICBCS (Barbee & Cunningham, 1995) has not before been applied in studies that 

have explored interactions of people with dementia in general or interactions of 

deaf people with dementia. However, it is one of the most thorough coding schemes 

on social support strategies used in studying supportive communication (Virtanen 

et al., 2015). Consequently, ICBCS (Barbee & Cunningham, 1995) added value to 

this dissertation because it was applicable for the purposes of this study in 

producing a rich and diverse analysis of supportive communication of formal 

caregivers of deaf people with dementia. 

The rigor is considered through credibility, dependability, conformability, and 

transferability as described in Lincoln and Guba (1984). The author has attempted 

to be clear about the methodological decisions taken during the study so readers 

can judge the study’s trustworthiness and ultimately its findings (Hallberg, 2013). 

Credibility was strengthened by making pilot interviews (Studies I, III). 

Dependability was achieved by gathering the data in a reasonable time (see Table 

3). Conformability was controlled by reporting the process of analysis in detail (see 

the original publication of Study II). Transferability was attempted by a thorough 
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report of the research process. Regarding inner reliability, a peer analysis was not 

performed, but the analysis has been under discussion within the research team 

(see, e.g., van Wijngaarden et al., 2019), and the analysis has been evaluated in time 

and stayed stable. Finally, the reader is recommended to read the authentic 

quotations presented in the original publications (Studies I, II, III). 

In sum, the triangulation of interview and observation data, inductive content 

analysis and ICBCS were used in this study. They were found suitable for the 

purposes of this study in providing unique and precious information on social 

interaction of deaf people with dementia as well as supportive communication 

provided by family members and formal caregivers. 

6.4.2 Strengths and limitations 

The strengths of this dissertation are its specific focus, and unique contribution. 

The dissertation focused on social interaction of deaf people with dementia, the 

changes that deaf people with dementia face during the continuum of dementia and 

the effects they have on social interaction. The dissertation also focused on the 

supportive communication provided by family members and formal caregivers. 

This dissertation represents qualitative research on a phenomenon that has thus far 

not been studied widely. Therefore, it produces unique information and insight that 

can be used both nationally and internationally to create tools to enhance the 

interaction of deaf people with dementia and to provide social support for them. 

The data were gathered through both one-on-one interviews and video data and 

analyzed carefully using inductive content analysis (Elo & Kyngäs, 2008; 

Vaismoradi et al., 2013) and the Interactive Coping Behavior Coding System 

(ICBCS, Barbee & Cunningham, 1995). The methods used to analyze the data 

proved to be useful for answering the research questions posed. 

One strength of this dissertation is that it is one of the first studies with adult 

CODAs and deaf people with dementia. Study I is internationally a unique 

contribution in producing scientific knowledge of social interaction of deaf people 

with dementia through the perspective of their family members. All the participants 

in Study I were CODAs. Very little research has been conducted on this minority, 

even though the needs and unique experiences of CODAs are largely unknown. 

Being a CODA and having a deaf mother with dementia, the author shared common 

ground with the interviewees, which added to the understanding and interpretation 

of the interviewees’ perceptions of deaf culture and their experiences. 

The author was aware of the possible bias, but firstly, the researcher role was 

helpful in distancing herself and being open to the views of the participants. 

Secondly, the author kept a diary in which personal views and thoughts were 

written. Thirdly, it was useful for comparing the personal ideas with the analysis 

results and keeping them separate. Therefore, the author was confident not to select 
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those participants’ perceptions that were strengthening the author’s own building 

blocks of reality but in fact selected those that reflected the participants’ reality. 

Study II presented unique video data of social interaction between deaf people 

with dementia and their formal caregivers in a Home for older deaf people including 

deaf people with dementia participating in the study, which is yet rare (see 

Ferguson-Coleman & Young, 2018). Study III focused on formal caregivers’ 

perceptions of social interaction of deaf people with dementia, changes in 

interaction, and caregivers’ strategies to provide support for them. In addition to 

being a CODA, the author is also a RN and, having worked several years with deaf 

people with dementia (after the data-gathering phase), shares common ground with 

the formal caregivers interviewed for this dissertation. Consequently, the 

background and experiences have helped the author to understand and interpret 

the experiences of both the CODA participants and the formal caregivers. 

This dissertation has some limitations. First, the sample size is small, in total 26 

participants, which can challenge the generalization of the results of the 

dissertation. However, the data were gathered until reaching their saturation point 

and therefore considered adequate (Fusch & Ness, 2015). Furthermore, the 

saturation point may not be as relevant in qualitative studies as the amount of 

information (Malterud et al., 2014), which in this dissertation is considered 

adequate in the context of the Finnish deaf community. Although generalizing the 

results is often not the aim in qualitative studies (Polit & Beck, 2010) the same way 

as in quantitative studies, similarities among deaf people with dementia in other 

countries may be found. Nevertheless, it is essential to take into consideration that 

every individual is unique in their interaction. 

Second, all the participants were female. Therefore, it should be kept in mind 

that the findings may be skewed and one-sided. However, the study reflects reality 

in a way, in that female family members are more involved in taking care of their 

aging spouse or parent than male family members (see also Haberkern et al., 2015; 

Navaie-Waliser et al., 2002; Pope et al., 2012; Smith & Rodham, 2022). Moreover, 

they tend to be more interested than males in participating in research and are 

therefore represented in several areas of research (Steinberg et al., 2021). 

Furthermore, most of the nurses in healthcare globally (Steinberg et al., 2021; Åhlin 

et al., 2022) as well in Finland are female and, consequently, more available to 

participate in research. The participants were female, which reflects the profile of 

long-term care professionals (see also Mundadan et al., 2023; Savundranayagam et 

al., 2007; Åhlin et al., 2022). Overall, the results can be applicable for, e.g., speech 

and language therapists (SLTs) in educating care personnel. 
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6.4.3 Clinical implications and future directions 

Family members and formal caregivers provide support for deaf people with 

dementia through various means: using supportive communication, adapting 

communication strategies, offering emotional comfort, providing practical 

assistance, implementing memory support techniques, encouraging social 

engagement, and seeking specialized education and training in dementia care 

within the deaf community. These supportive efforts aim to enhance 

understanding, alleviate challenges, and promote the overall well-being of people 

with dementia. It is important for family members and formal caregivers to 

regularly assess and reassess the support needs of deaf people with dementia, as 

these needs may change over time. Collaboration with healthcare professionals, 

support networks, and organizations specializing in deaf and dementia care can 

further enhance the support provided for deaf people with dementia. One problem 

is changing SL interpreters, who may over-interpret and try to understand when 

they actually do not. Deaf people with dementia need continuity, and therefore they 

should be entitled to use the same SL interpreters whenever they need, e.g., when 

seeing a physician. In time both parties learn to understand each other better. 

Not only family members and formal caregivers but also the deaf community can 

benefit from knowledge on how dementia affects deaf people. Because dementia is 

not well known among the deaf community and dementia carries stigma, the whole 

community needs education about dementia to decrease preconceptions and 

prejudices. Furthermore, the deaf community needs tools to learn how to support 

deaf people with dementia instead of leaving them alone. 

For clinical implications, the author suggests communication rehabilitation in 

FinSL provided by SLTs, i.e., direct speech and language therapy, in cooperation 

with SL teachers. Because the FinSL proficiency of most SLTs may not be sufficient 

for communication rehabilitation in FinSL, SL teachers could contribute in FinSL 

proficiency. SLTs specialized in dementia (see Volkmer, et al., 2020) could 

contribute to the dementia care of deaf people in educating family members and 

formal caregivers in finding ways to interact with everyone, i.e., indirect speech and 

language therapy. The focus should be on FinSL, but other visual ways of 

communication, e.g., pictures and objects, could also be beneficial and worth trying. 

One topic for future research could be social support for family members and 

formal caregivers of deaf people with dementia. CODAs of deaf people with 

dementia feel sadness and anxiety when their parents fall ill with dementia, which 

is important to recognize and address. One objective of future research may involve 

looking at the usefulness of CODA support groups in which CODAs can share their 

unique experiences compared to support groups for family members of hearing 

people with dementia. Similar to formal caregivers who have inadequate FinSL 

proficiency, most CODAs of older deaf people have often not had access to 

education in FinSL. They have learned “home FinSL” and often communicated with 
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“a big mouth,” i.e., they cope in daily interaction with their parents but not more 

complicated and deeper interaction. Moreover, not all CODAs can FinSL at all. 

The issue of person-centered care in dementia care is an important topic that 

has been widely discussed in research and practice (e.g., ADI, 2022; 

Savundranayagam et al., 2016; Åhlin et al., 2022). Person-centered care 

emphasizes the individuality and uniqueness of each person with dementia, taking 

into account their preferences, needs, and abilities (e.g., Kitwood, 1997; Mundadan 

et al., 2023; Ryan et al., 2005; Savundranayagam & Moore-Nielsen, 2015). It 

involves placing the person at the center of the care process and tailoring care 

interventions and approaches to promote their well-being. In the context of 

dementia care, person-centered approaches aim to move away from a one-size-fits-

all model of care and instead focus on understanding and responding to the 

individual experiences and capabilities of each person with dementia (Ward et al., 

2008). This includes recognizing their personal history, values, and preferences, as 

well as involving them in decision-making processes regarding their care. However, 

the extent to which dementia care is truly person-centered can vary. 

While many care settings and providers strive to adopt person-centered 

principles, there can still be challenges and barriers that hinder its full 

implementation (Ward et al., 2008), and particularly for deaf people with dementia 

(Rogers et al., 2018b). To ensure that dementia care is person-centered, it is 

essential to create a supportive environment that values and respects the autonomy 

and dignity of individuals with dementia. This involves training and educating staff 

on person-centered principles, promoting effective communication strategies, 

fostering meaningful social interaction, and involving people with dementia in care 

planning and decision-making processes (Hepner et al., 2022; Gilster et al., 2018). 

By adopting a person-centered approach, caregivers and care organizations can 

enhance the quality of life for people with dementia, promote their well-being, and 

create a more inclusive and supportive care environment (Ward et al., 2008). 

Ongoing research and continuous efforts are needed to further develop and 

implement person-centered practices in dementia care settings. 

Whereas the primary focus of dementia care is often centered around managing 

symptoms and providing support for daily functioning, rehabilitation approaches 

can play a significant role in improving the quality of life for people with dementia 

(Kim, 2015; Xiang & Zhang, 2023), another aspect worth exploring in the context 

of deaf people with dementia. Rehabilitation in the context of dementia care 

involves interventions aimed at maintaining or improving cognitive, physical, and 

psychosocial functioning (Clare, 2017). These interventions can include cognitive 

training, physical exercise programs, occupational therapy, and speech and 

language therapy, as well as psychosocial interventions (Bahar-Fuchs et al., 2019; 

Clare, 2017; Øksnebjerg et al., 2020).  
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However, due to various factors such as limited resources, a lack of awareness, 

and a prevailing perception that dementia is a progressive and irreversible 

condition, rehabilitation approaches are not always fully integrated into dementia 

care settings (West et al., 2022). This can result in missed opportunities to enhance 

individuals’ functioning, independence, and overall well-being. Since the potential 

benefits of rehabilitation have been recognised, there is a growing interest in 

incorporating rehabilitation strategies into dementia care (see e.g., Cafferata et al., 

2021; Oliveira et al., 2021). Research studies and pilot programs have demonstrated 

positive outcomes in areas such as cognitive abilities, physical function, behavior, 

and quality of life when rehabilitation is incorporated into dementia care plans. To 

improve the provision of rehabilitation in dementia care, it is important to raise 

awareness among healthcare professionals, policymakers, and caregivers about the 

potential benefits of rehabilitation interventions. Additionally, integrating 

rehabilitation approaches into care plans and ensuring access to specialized 

rehabilitation services can contribute to improving the overall quality of care and 

outcomes for people with dementia. 
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