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ABSTRACT

This qualitative study explores the supportive strategies used by formal
caregivers when interacting with Deaf people with dementia. The data
consist of video-recorded interactions between dyads of nine caregivers
and five Deaf participants in a nursing home for the Deaf in Finland. We
analyzed 21 interactions (5 hours and 25 minutes in total), using two meth-
ods: inductive content analysis and the Interactive Coping Behavior Coding
System. The study found that the formal caregivers used a wide range of
supportive strategies. We identified five strategies: (1) interaction mainte-
nance, (2) emotional support, (3) instrumental support, (4) informational
support, and (5) memory support. The formal caregivers also used dismiss
and avoidance behaviors when the interaction became challenging. Non-
proficiency in sign language hindered support. In the future, attention
should be paid to teaching formal caregivers national sign language and
supportive communication competence for working with Deaf people with
dementia.

Dementia and social interaction

Dementia is an umbrella term for illnesses that cause decline in memory and other cognitive
abilities, which affect individuals’ daily abilities (American Psychiatric Association, 2013). People
living with dementia can maintain their communicative abilities during mild to moderate stages
of dementia, although linguistic changes can emerge in the early stages of dementia (Calza et al,,
2021; Pekkala et al., 2013). Dementia affects word finding and paraphrasing, which results in
problems with verbal communication and interaction, such as difficulties understanding and
producing words and sentences (Tsantali et al., 2013). Thus, the ability to initiate and maintain
interactions with other people declines as dementia progresses (Evans et al., 2007). Eventually,
these problems may lead to the inability to use speech and language (Ellis & Astell, 2017).
Increasing challenges in language and interaction create social deprivation and reduce the quality
of life for people with dementia and their caregivers (Saunders et al., 2011). Reduced social
participation is associated with the risk of dementia (Rafnsson et al., 2020). Consequently, the
need for social support among people with dementia increases.

Interaction in one’s own language is particularly important for Deaf ' people with dementia
using Sign Language (SL) (Parker et al., 2010). Unfortunately, little scientific attention has been
paid to (a) the community, and (b) the similarities and differences between those who can hear
and those who cannot. The few studies conducted on Deaf people with dementia have high-
lighted the linguistic challenges that interfere with interaction, such as difficulties finding signs
and challenges in comprehension (Rantapdd & Pekkala, 2016). Additional difficulties include
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impaired repetition and naming, a reduced ability to produce and comprehend fingerspelled
words, and a tendency to produce short simple sentences (Falchook et al., 2013). To our
knowledge, no research exists on social support for Deaf people with dementia. This qualitative
study explores the supportive strategies formal caregivers use when interacting with Deaf
people with dementia.

Social support for people with dementia in the Deaf community

In this study, we define deafness not by the loss of hearing but through language. In Finland,
approximately 4000-5000 people out of a total population of 5.5 million are Deaf Finnish Sign
Language (hereafter FiSL) users. Most older FiSL users in Finland attended governmental boarding
schools for the deaf. From the late 19th century to the 1970’s the students were taught orally, and the
schools concentrated strongly on teaching the deaf children to speak (Salmi & Laakso, 2005). Using
FiSL was forbidden, and children were even physically punished if teachers found them using FiSL.
However, as the younger children lived together with older children in the dormitories, they learnt
FiSL informally. Those who used FiSL were stigmatized. The older Deaf people still tend to speak
rather than sign to hearing people.

There is no statistical information on Deaf people with dementia in Finland. When Deaf
people develop dementia, the time from the first signs to diagnosis, treatment and support may
be long (Young et al.,, 2016). They face challenges, as care in SL is uncommon, and the options
of nursing homes that use SL are limited (Parker et al, 2010; Rogers et al, 2018).
Communicative isolation and deprivation of social stimulation decrease the interaction skills
of Deaf people with dementia, which inevitably has a negative impact on their quality of life
(Parker et al., 2010). The specific challenges that the Deaf individuals with dementia face are,
for example, the lack of common language with their caregivers or the use of sign language
interpreters with doctors and nurses when diagnosing. This may result in misunderstandings
and misinterpretations. In Finland, there is a shortage of nursing homes or communal care
units where Deaf individuals with dementia receive care in FiSL and live with their peers.

The focus in dementia research has evolved from language deficits caused by dementia to
pragmatic interaction challenges (D. Jones, 2015). These challenges not only hinder the interac-
tion partners’ comprehension of each other; they are also sources of various emotional reactions
to interaction. Kitwood’s (1997) person-centered communication approach recognizes an indi-
vidual as someone who responds to another’s feelings, preferences and needs. A person-centered
approach to care involves positive interaction that consists of five key elements: recognition,
negotiation, validation, collaboration, and facilitation (Ryan et al., 2005). This study is interested
in how support is communicated, i.e., which behaviors caregivers use as their supportive
strategies in interaction with the Deaf people with dementia.

Supportive interaction, the process of exchanging messages to seek and provide support, is
complex (Virtanen, 2015). For example, S. Jones (2011) has described supportive interactions
as something during which the support-giver listens, interprets and emotionally engages while
verbally and nonverbally responding to the emotions of the support-seeker. In the context of
living with dementia, we focus on coping with the illness with the support of another, a formal
caregiver. According to Barbee and Cunningham (1995, p. 386), ‘interactive coping’ is defined
as ‘a dynamic behavioral process in which one individual responds verbally and nonverbally, in
either helpful or unhelpful ways, to another individual’s problem or emotion.” In other words,
not all attempts at support meet the coping needs of the recipient. 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, 2009).
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Methods
Research objective

This qualitative study examines the supportive interaction between formal caregivers and Deaf people
with dementia (hereafter Deaf participants). First, the study asks what type of support needs do Deaf
participants communicate to caregivers? Second, what type of support do formal caregivers provide
for Deaf participants in response to their needs? Third, how do Deaf participants respond to the
support provided?

Data and participants

In Finland, there are five Homes for the Deaf with various special needs, and in three of the Homes
some residents have dementia. The authors co-operated with one of these Homes. The authors set the
following criteria for participation: being a Deaf sign language user with symptoms of dementia but
diagnosis was not compulsory. The head of staff considered eight possible Deaf participants based on
the criteria.

Next, an information sheet about the research along with a consent form were sent to those six
individuals who had a family member as a trustee. The last two candidates were approached by the first
author during her two-month participant observation period. The first author spent the first two
weeks getting to know the residents and the staff. Upon the arrival, only one written consent had been
returned. A reminder letter was sent to the family members of the candidate participants. One family
member did not reply and one individual refused to participate. Initially, six written consents were
returned. Before the data collection, the Deaf participants were always asked about their willingness to
participate. After one of the six participants withdrew, five Deaf individuals with dementia partici-
pated in this study.

Twelve caregivers worked in the Home where the study took place, and they were all welcome to
participate. Three declined the request. The formal caregivers were approximately 20-50 years of age
and had been working at the Home from under three months to over 20 years. The participants were
informed that the participation was voluntary, anonymous, and confidential, and that they could
withdraw from the study at any time without consequences.

Finally, 21 interactions were videoed. ELAN-software was used for handling the data. The five Deaf
participants interacted with nine formal caregivers (from here on CG1-9) one-on-one, for approxi-
mately 15 minutes per each interaction. The data amounted to 5 hours and 25 minutes. The video-
recordings were transcribed in detail in Finnish amounting to 106 pages (single-spaced, font Times
New Roman, size 12). All identifiable information such as names, locations, specific ages, and detailed
diagnosis were removed. The first author conducted the analysis. Data saturation was controlled
during the data collection to guarantee the sufficiency of the data.

Table 1 shows the demographics of the Deaf participants (pseudonyms Ann, Elsa, Inga, Rose and
Sue) and a summary of interaction topics which covered a wide range of topics from childhood to the
present day. All the Deaf participants were over 80 years of age, and clinically diagnosed with
Alzheimer’s Dementia (AD). Some also had other diagnoses which affected their FiSL when, for
example, they produced hand shapes.

Analysis

Triangulation (e.g., Moon, 2019) was used in the data analysis. The study applied both inductive
content analysis (Elo & Kyngis, 2008) and the Interactive Coping Behavior Coding System (ICBCS,
see Table 2) (Barbee & Cunningham, 1995, pp. 381-413). ICBCS (Barbee & Cunningham, 1995) was
chosen as it is one of the most comprehensive coding schemes on social support strategies, and has
been used in studies of supportive communication (e.g., Virtanen et al., 2014). First, the transcripts
were read repeatedly to become familiar with the data and to reduce the units of analysis. The
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Table 1. Demographics of Deaf participants and Topics of Conversations.

DEMOGRAPHICS

TOPICS OF CONVERSATIONS

SUE

Late eighties
Alzheimer’s Disease,
Other diagnosis
ELSA

Mid-eighties
Alzheimer’s Disease

ANN
Early eighties
Alzheimer’s Disease

INGA
Early nineties
Alzheimer’s Disease

ROSE
Early eighties
Alzheimer's Disease, Other diagnosis

CaG1

Childhood
Birthday
Baking

CaG1

Childhood
Jobs

Knitting

CG2

Room furniture
Chores
Husband

CaG1

Childhood
Family
Siblings

CaG1

Life before the Home
Hobbies

Sauna

CG3

Knee

Photos

Nails

CG3
Grandchildren
Ww2
Schooltime
CG5
Hairdresser
Christmas
Farm life memories
CG4
Daughter
Age
Dementia
CG3
Occupation
Family

The Home

CG4 CG6

Birthday Potted flower
Country life Winter

Christmas Birthday

CG4 CG6

Life history Grandchildren
Christmas Flowers
Grandchildren Husband

cG7 CG9

Work Husband

Husband Chores

Schooltime Room

CcG7 CG8

Age Autumn

Photos Walking

Family The Home

CG4 CG6 CcG7
Christmas baking Walking Childhood
Childhood Occupation  School
Pets Favorite food Bakery

Table 2. Interactive Coping Behavior Coding System (ICBCS) (Barbee & Cunningham, 1995).

Approach

Avoidance

Problem- Solve Behaviors:
focused L]

Asks questions to get more information

® Gives perspective, reframes situation, provides insight, clarifies event
® Makes suggestions on how to solve the problem, suggests resources,

recommends help

® Gives information to solve problem, explains how situation can be
changed, looks for solutions
® Does something active or physical to help, offers help

Dismiss Behaviors:

Avoids problem

Shows disinterest

Criticizes

Minimizes

Sarcasm

Pollyanna, feigns to look on the
bright side

Emotion- Solace Behaviors:
focused .

Agrees
Lifts mood

Offers confidentiality
Addresses feelings, asks how they feel

Affection, hugs, touches on the shoulders, verbal affection
Shows understanding, makes emphatic remarks (“uh-uh, ooh”)
Compliments the conversation partner’s looks/abilities

Is available, leans forward, does not interrupt

Reassures, tells them that they are a good person

Shows shock/sorrow at hearing the problem

Esc.
[ )
[ )
.

ape Behaviors:

Avoids verbally

Distracts, turns on TV, ignores
Nonverbal escape, avoids
contact

Encourages escape, changes activity
Aggressive joke, makes fun of con-
versation partner

Shows irritation

Is mean

Suppresses emotion

eye

analysis of the transcribed interaction followed the process of inductive content analysis described
by Elo and Kyngds (2008). The units that were selected were interaction sequences in which
a distinguishable topic was discussed. For example, one participant expressed her need for a new
carpet and the caregiver responded. A total of 479 sequences were found, and they varied from two
to multiple turns. The sequences were then examined and broken down to the dyadic partners’
utterances. An utterance was defined as a reaction that had an independent meaning. A total of 1936
utterances were found. They were first coded openly, and then condensed and placed in categories
with similar codes. Lastly, the codes were grouped into main categories (see Appendix for an

example).
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Table 3. Process Analysis of ICBCS (Barbee & Cunningham, 1995).

Code/Code Supportive
Utterance from Deaf participant Utterance from CG Group strategy
(nods) Yes. | don’t remember Yes, but before then, when you lived in [name of ~ Question/ Interaction
anything. town], what did you do? Solve maintenance
Behavior support
| meet people here. Yes. How do you feel about going to that Singing  Feelings Emotional support
with signs-group?
| also need some toilet paper. You get it from here [nursing home], you don‘t have Solution/ Informational
to buy it yourself. Solve support
Behavior
Sauna would be nice too. I'll have to tell [responsible CG's name] that you'd  Tangible Instrumental
like to go to sauna. It can be arranged. support
| used to remember well but now that Let’s count how old you are. What month you were Suggestion Memory support
I'm [age] | can’t anymore. born? +Question

Following the inductive content analysis, the caregiver’s communicative behavior was further
analyzed using ICBCS (see Table 3). Each utterance was assigned a code from ICBCS. These codes
were assigned in relation to the interactional sequences in which they were uttered and interpreted,
based on which expression of need they followed and what the utterance accomplished in the
sequence. For example, ‘Would you like me to paint your nails?’ was coded as Suggestion, one of
the problem-focused approach behaviors of the Solve category in ICBCS. After careful analysis, the
coded utterances were tested in their respective categories, and recoded if needed. Eighteen of the 28
categories in ICBCS were utilized.

Finally, the codes were examined in their sequential context, which indicated supportive strategies.
In the example above, the caregiver showed readiness to help the Deaf participant in a tangible way,
and consequently, Suggestion was classified as Instrumental support. Five strategies were distin-
guished: (1) interaction maintenance, (2) emotional support, (3) instrumental support, (4) informa-
tional support, and (5) memory support.

Results
Supportive strategies used by caregivers

The interactions revealed that the caregivers communicated support in several ways. The Deaf
participants seemed happy to interact with the caregivers but they rarely introduced a new topic.
Therefore, the caregivers attempted to maintain the interaction by asking questions when the Deaf
participants took no initiative. When the caregivers tolerated more silence, the Deaf participants
began to disclose their emotional needs such as memories or sadness about aging. The dyads
discussed the everyday life at the Home, and some practical needs emerged. The Deaf participants
needed information on, for example, the services provided at the Home. The data showed that the
Deaf participants were not always aware of time and could not remember all the details discussed
during the interaction. To support them, the caregivers used different strategies, which we discuss
next.

Interaction maintenance

The most common behaviors used to maintain interaction were problem-focused solve behaviors. The
caregivers asked questions to determine the cause of the problem and to gain perspective by providing
insights into the situation when the Deaf participants struggled to answer. They also made suggestions
and offered the Deaf participants information to solve problems. However, on occasion the caregivers
used dismiss behaviors to avoid the problem. Such behaviors were, for example, changing the subject,
minimizing, or feigning sympathy by being overly optimistic.
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First, when initiating the interaction, the caregivers typically asked wide-ranging, open-ended
questions. When they did not get an answer, the caregivers specified their questions to which they
finally got answers.

Second, the caregivers supported interaction by asking the Deaf participants’ opinions and how
they felt about something, such as whether they preferred winter to summer. For example, a caregiver
named a reason why the Deaf participant preferred summer and supported them when they talked
about their fear of winter. Some caregivers paraphrased in FiSL what the Deaf participants had
expressed.

Third, the caregivers supported interaction by using visual props (photos) or shifting a topic
about the past to one in the present. When the interaction slowed down, the caregivers pointed at
photos in the room to discuss them. The Deaf participants seemed happy to converse about the
people in the photos and often started to share some memories. When the Deaf participants seemed
to repeat their memories, the caregivers introduced a topic of the present. During the interaction,
the caregivers used relational knowledge when they asked about the Deaf participant’s life history
and about living at the Home. The caregivers asked about wishes and preferences, what the Deaf
participant had done during the day, and what they wanted to do. Many of the interactions followed
a chronological life story.

The Deaf participants participated in the interaction both verbally and nonverbally, by answering
questions, initiating new topics, changing subjects, ignoring, smiling, laughing and touching the
caregiver. Their answers to questions varied from short one-word or signed replies, nodds or head-
shakings to long narratives about their youth. Sometimes the Deaf participants dismissed the question
or changed the topic.

Reciprocal comprehension difficulties led to unsuccessful sequences. The caregivers did not under-
stand some of the Deaf participants’ signs most likely because of other diagnoses that made their hand
shapes and fingerspelling unclear. Some of the Deaf used their voice along with FiSL and sometimes
spoke words in Finnish with or without signing. Ann tended to repeat stories. Rose answered
questions briefly, often using speech without FiSL or without voice, even when she was repeatedly
requested to sign. Inga, on the other hand, used FiSL with speech, and repeatedly talked about death
and dying. Most of the caregivers were not native signers, which caused occasional difficulties of
understanding. Similarities between certain signs also caused misunderstandings and resulted in
prolonged pauses, which discontinued some sequences.

In Example 1, Sue talks to CG4 about her childhood in the countryside. Sue felt lonely when no one
else signed and all others talked. CG4 misinterpreted the signs SIGN as WORK and BABBLE as
CHICKEN (words in capital letters refer here to the signs in FiSL).

Example 1.
Sue: Nobody could SIGN in the country.
CG4: No, it’s true, there’s no WORK in the country.
Sue: They just opened their mouths, talked, BABBLED.
CG4: No CHICKEN, no.
Sue: Yes, they did talk.
CG4: Was there? Mm. Yes. (3.0) Now everything’s changed.
Sue: Yes.
CG4: All the machinery does everything, you don’t have to do it yourself.

Emotional support

The most common emotional support strategies were emotion-focused solace behaviors. The care-
givers used alleviation of stress, comfort, interactional warmth, and humor with laughter. The function
of emotional support was typically to help the Deaf participants express their opinions. The caregivers
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who were native in FiSL used fluent FiSL and often repeated what the Deaf participants signed. For
example, CG7 made Ann’s memories positive by saying ‘It was nice when ...’ and smiled to indicate
that her intent was positive.

The caregivers communicated alleviation of stress by focusing on the positive in the Deaf partici-
pants’ situation and used solve behaviors such as giving perspective. For example, Inga repeatedly said
that she had dementia and could not remember. CG4 supported Inga by focusing on her current
capabilities. The caregivers also supported the Deaf participants by reassuring them when they
expressed longing for their families or former homes. When they received emotional support, some
Deaf participants showed satisfaction by nodding or smiling.

Comfort was communicated with empathy and touch. For example, Sue had a chronic illness which
caused a great deal of pain. The caregivers communicated empathy when they noticed the pain, and
CG1 even touched Sue’s knee. Interactional warmth was also communicated verbally and nonverbally.
When the Deaf participants talked about their memories or opinions, the caregivers showed empathy
and encouragement with verbal comments, such as complimenting the Deaf participants. For exam-
ple, the caregivers praised the Deaf participants for keeping healthy, fit, and being hardworking.

Example 2.
CGY: you do the dishes diligently
Ann: ((smiles and touches CG’s arm))
CG9: ((touches Ann’s arm))
Ann: nice
CG9: ((nods)) it’s nice (2.0) do you like doing the dishes?
Ann: ((nods)) yes I used to always do it a bit like work ((grins)) but it’s nice to dosomething
CG9: you keep fit
Ann: good

The caregivers also communicated emotional support through humor and laughter. The Deaf
participants had vivid memories of their youth and meeting their spouses for the first time. Such
memories revived positive nonverbal reactions, such as smiles and laughter. Humor was used when
talking about sign names that had a humoristic history or appeared to be funny. A sign name is a sign
used when referring to a person instead of fingerspelling the name.

Equality was communicated when the caregivers actively listened to the Deaf participants and
elaborated on the Deaf participants’ turns. The features typical to such successful sequences involved
the dyads sitting face-to-face, listening in an active manner, and tolerating silence in the interaction.
Equality was also communicated as reciprocity in self-disclosure when the caregivers told the
participant something about themselves instead of only asking questions.

However, when the caregivers minimized or were over-optimistic, the Deaf participants commu-
nicated dissatisfaction. For example, when the caregivers did not communicate empathy and instead
used dismiss behaviors, saying things such as ‘well, everybody gets old’ or ‘you don’t have to remember
everything’, the Deaf participants responded with experiential authority: ‘You’ll be the same later.’

Instrumental support

Instrumental support was mostly communicated using problem-focused solve behaviors.
Instrumental support was expressed practically by doing something for someone, whereby the
caregivers made concrete suggestions regarding actions. For example, Sue had a potted plant which
was no longer blooming. CG6 offered to throw the plant away, to which Sue agreed.

When the caregivers communicated instrumental support by offering help or promising to
organize something for the Deaf participant, such strategies were met with happy, satisfied smiles or
responses. The Deaf participants became excited and positive about the near future when they realized
something nice would happen or that they would get the help they needed.
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Informational support

Informational support was also communicated using problem-focused solve behaviors, of which the
most common were asking questions, giving information and perspectives, and making suggestions as
to how to solve the problem. Typically, the information consisted of the date, the weather, upcoming
events, and the services offered at the Home. When the Deaf participants were reminded of their
relatives’ visits, the interaction became positive. For example, when Ann expressed that she wanted
a new carpet, CG2 informed her that her son was aware of it.

The advice the caregivers gave to the Deaf participants consisted of suggestions such as ‘ask
a caregiver to walk with you” or ‘ask for more help.” The caregivers also offered to inform other
caregivers about the Deaf participants’ wishes, such as going to sauna.

Caregivers provided informational support by making suggestions to solve a problem, which is
shown in the interaction between CG7 and Inga when they discussed Inga’s age:

Example 3.
CG7: Let’s count how old you are. What month were you born?
Inga: [year].
CG7: Yes, but what month?
Inga: [month]
CG7: In [month], so last [month] you’ve turned, now it’s 2016, so it means that you turned [age].

When the caregivers gave informational support, the Deaf participants appeared grateful and
satisfied with their responses but if the caregivers simultaneously pointed out that the Deaf partici-
pants should know something that had been discussed before, they appeared confused, annoyed or
changed the subject. However, some Deaf participants responded by saying: “Well, you may have said
it, but I've forgotten.’

Memory support

The Deaf participants had difficulties remembering recent events, as well as some details about the
past. The caregivers’ most common strategies for supporting the Deaf participants’ memory were
problem-focused solve behaviors: asking questions, probing with options, and providing verbal
clues. When talking about the past appeared challenging for the Deaf participants, the caregivers
addressed the photos in the room and led the conversation to the present. The caregivers provided
the Deaf participants with verbal clues when they did not remember what had happened. Verbal
clues seemed to help the Deaf participants to remember details, such as names of their family
members.

The Deaf participants were not fully oriented to time and place, so the caregivers supported their
memory by offering information about the date, month and year. The Deaf participants’ repetition
seemed to trigger dismissing behaviors among the caregivers. The Deaf participants tended to repeat
their childhood memories, complain about pain and loneliness, or even expressed a wish to die. The
caregivers first listened empathetically but later showed disinterest or changed the topic in an attempt
to move the interaction forward.

Discussion

This study examined supportive interaction between formal caregivers and Deaf people coping with
dementia. The supportive strategies that the caregivers used were interaction maintenance, emotional
support, instrumental support, informational support, and memory support. The results show that
formal caregivers are often responsible for maintaining interaction. When doing so, we advise
considering (1) topic selection and (2) emotion regulation.
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The topics of the interaction were predominantly chosen by the caregivers instead of letting the
Deaf individuals make the initiative. Similar findings have been made concerning family members,
who tend to increase their role in initiating conversation with their Deaf parent with dementia
(Rantapdd & Pekkala, 2016). The caregivers asked the Deaf individuals many questions about their
childhood, family, and other memories. Questions were posed particularly when the Deaf individuals
showed little or no initiative (see also a study on hearing people with dementia by Séderlund et al.,
2016). Some of the topics were familiar to the caregivers as they had a shared history at the Home. Yet
they often seemed to expect the Deaf individuals to have preserved episodic memory capabilities and
to be able to tell the caregivers what they expected to hear. When the caregivers asked numerous
questions about the Deaf individuals’ pasts, the interaction failed. Thus, asking specific questions from
a person with dementia with a declining episodic memory is problematic and unsupportive (see also
Seixas-Lima et al., 2020).

There were several ways that the caregivers used to regulate the Deaf individuals’ emotions.
Interaction maintenance, emotional support and memory support were the most common
strategies. According to Kitwood (1997), caring for people living with dementia requires closeness
and warmth, which in turn may create interpersonal relationships. The results showed that when
the caregivers provided emotional support it was communicated with empathy and being actively
present: They listened carefully to what the Deaf individuals had to say and were polite and
reciprocal. Furthermore, the tone of the interaction was warm and the pace was calm. The solace
strategies (Barbee & Cunningham, 1995; Virtanen et al, 2014) and person-centeredness
(Burleson, 2009) are considered sensitive and effective means of providing emotional support
to a person.

Listening is communicated both verbally and nonverbally both with the hearing and the Deaf
people. Bodie et al. (2013, p. 46) define supportive listeners as ‘other-focused, involved, friendly,
understanding, and engaged in appropriate verbal responding.” The aim of listening during sup-
portive interaction is to understand how others feel to facilitate emotional connection. It can be
achieved with active-empathic listening (AEL) - the acts of sensing, processing, and responding
(Gearhart & Bodie, 2011). Gazes, smiles, direct body orientation, hugs, and comfort-providing
touch create nonverbal immediacy (Bodie & Jones, 2012). In this study, the participants sat close or
facing each other, smiled from time to time, and occasionally touched one another. Nonverbal
immediacy is a meaningful, supportive interaction strategy because it can result in positive impact,
increased liking, connection, interpersonal intimacy, and feelings of being cared for and loved (S.
Jones, 2004).

This study shows that the caregiver’s use of positive feedback can facilitate engagement and topic
maintenance during interaction (also Dijkstra et al., 2002), and it can even be utilized during the later
stages of dementia. The caregivers in this study helped the Deaf individuals remember their close
relationships by, for example, talking about photos of their family members. The particular commu-
nicative strategy added positivity to the interaction.

This study suggests that caregivers can establish relationships with people with moderate to severe
dementia by taking the initiative and showing people with dementia that the caregivers have time for
them (also Ericsson et al., 2011). Another way to strengthen a relationship is to make people with
dementia feel secure and equal during interaction, which can help them share their experience and
build trust. This can be achieved with physical proximity of the Deaf individuals and caregivers,
friendly gestures, and compliments instead of frequent questions. According to our study, successful
interaction is a shared experience of a calm and pleasant atmosphere and the dyadic partners
appearing equal. Such interactions seemed to produce positive feelings in both the Deaf individuals
and the caregivers.

The Deaf individuals responded to the support provided by the caregivers in various positive ways.
For example, they smiled and showed excitement. Thus, giving time and listening actively to the Deaf
individual seems to help the caregiver comprehend their needs and to create reciprocal interaction, as
well as to provide the right support for coping.
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The results showed that unsuccessful sequences between dyads emerged when Deaf individuals
repeated themselves or brought up difficult or unpleasant topics. Dismissing feelings or redirecting the
Deaf person’s attention from sad events to the present, for example, the weather, were unempathetic.

Talking about one’s past can bring back sad memories. The Deaf individuals expressed their
longing for family and home, and they were sad about their deteriorating health. They showed the
ability to experience and nonverbally express diverse needs and feelings, which appear to remain even
in the later stages of dementia (Bucks & Radford, 2004). When the caregivers dismiss the Deaf
individuals’ needs, the communication lacks person-centeredness. The caregivers’ dismissive beha-
viors were changing the topic, minimizing, feigning sympathy, or over-optimistic. Following
Burleson’s (e.g., Burleson, 2009) person-centered approach to supportive communication,
a caregiver with high person-centeredness would recognize and validate the person’s feelings and
would help them express those emotions. A support provider with a person-centered approach also
discusses the reasons for the particular feelings and helps the other see the issue in a broader context.
The challenge lies in the latter: What is the context — time, place, relationship - that can be utilized for
supportive purposes in the everyday experience of dementia?

The impact that dementia has on the interaction skills of Deaf people with dementia (Parker et al.,
2010; Rantapdd & Pekkala, 2016) challenges their interaction partners. The results showed that the
dyads sometimes had difficulties understanding each other. Most caregivers were novice non-native
signers of FiSL. However, a person’s language skills do not necessarily correlate with unsupportive
interaction with Deaf people with dementia. Along with the ability to use FiSL, an equally important
factor is the caregiver’s communication competence, which in this study was shown by the caregivers
and the Deaf individuals reciprocal self-disclosure.

As regards to the Deaf individuals, they were older adults who had gone to school during an era
when it was important to learn to speak Finnish. At times it was challenging for the caregivers to
comprehend the Deaf people when they spoke without signing. Sometimes the caregivers were unsure
if they had understood their message. The caregivers responded by asking the Deaf person to repeat,
sign or confirm that they had comprehended correctly. Caregivers who are novice FiSL signers
understandably have not mastered profound interaction with elderly Deaf people with dementia.
Unsuccessful interaction sequences involving misunderstandings and the caregivers dismissing the
Deaf individuals’ support needs suggest that caregivers could benefit not only from further FiSL
training but also from comprehensive education on Deaf people with dementia.

Strengths, limitations, and future directions

This study is one of the first to explore supportive interaction between formal caregivers and Deaf
people with dementia. The data consisted of 21 video-recordings, which was considered sufficient for
the study’s purposes. The data were collected and initially analyzed by the first author. She is
a registered nurse and native in FiSL, which increases the reliability of authentic insight. Although
insight may cause bias (Ashton, 2014), using a video camera rather than participant observation
assisted in maintaining neutrality. To our knowledge, no other research has applied the ICBCS to
analyze the interaction of Deaf people with dementia and their caregivers. ICBCS was purposeful for
the study, since it allowed a systematic and transparent analysis. To account for the limitations of
structured approaches, we applied inductive content analysis for the data as well. We encourage
researchers to develop a method, which encaptures the specific features of interactions in Sign
Languages for future research.

The authors have expertise in the field of dementia, supportive interaction, and qualitative content
analysis. Multidisciplinary collaboration of authors helped challenge and minimize bias, as all the
authors participated in the analysis and debated the results. The analysis was carefully conducted along
the guidelines for content analysis by Elo and Kyngis (2008), and issues of trustworthiness were
considered according to the criteria of Graneheim and Lundman (2004). To achieve credibility,
dependability and transferability, careful steps were taken throughout the research process.
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Formal caregivers face many challenges in their work with people with dementia, and benefit from
education which uses monitoring of one’s work as a training method. More research is needed to
investigate video-recorded interactions between Deaf people with dementia and their caregivers to
increase the knowledge specific to Deaf people and their social support needs. Video recordings
authenticate both successful and unsuccessful SL interactions, which should be analyzed and practiced
for functional supportive interaction with Deaf people with dementia. In addition to video-recordings,
mixed methods approaches could be implemented to investigate more comprehensively the interaction
between Deaf people with dementia and their caregivers. Above all, more education — and research-

based

education - is needed as well as continuous FiSL training. The caregivers need education on

interaction in general and on the effects of dementia and other diagnosis on interaction in sign language.

Practical implications for formal caregivers and nursing home staff

(1)
(2)
3)
(4)
(5)
(6)
(7)
(8)

Note

Learn to know the individual living with dementia by also reciprocating self-disclosure.
Communicate calmly and with open posture, gestures and facial expressions such as smiles.
Do not rush to fill the silence during the interaction.

Listen actively to the individual with dementia.

Elaborate on the topic the individual with dementia initiates.

Make use of photos and other personal items in conversation.

Gather more knowledge about dementia and how to support people with dementia.

Use the language the individual with dementia prefers, e.g., Sign Language, with a Deaf
individual.

. ‘Deaf with a capital ‘D’ refers to people identified with the Deaf Community, a minority with its own language

and culture (Sheppard & Badger, 2010) and ‘deaf refers to people with a hearing loss. ‘Sign Language’ with initial
capital letters refers to various national languages, and ‘sign language’ in lower-case initial letters refers to sign
languages in general. Sign languages (SL) are visuo-spatial languages that are produced using the hands and body
and received by vision. (Fischer & van der Hulst, 2011).
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Appendix
Example of Process of Inductive Content Analysis (Elo & Kyngis, 2008)
Sequencies Categories of Deaf Categories of CG’s  Outcome / Abstraction
participant’s expression /
expression / reaction
reaction
CG1: What did you buy on board? Question Memory support
Sue: | don't know. I've forgotten. | can’t remember  Answer Successful
anymore. Equality
CG1: Candies? (smiles) Suggestion/Smile
Sue: Well, candies (with a laugh). Two choc bars | Answer
bought, | wanted to. One for me, one for you. Laughter

Ann: I've been waiting for my son to come. I'd like a Instrumental need
carpet on the floor. | need one.

CG2: Yes, your son, last time he visited here | met him Gives information Informational support
and he said he'd get one. Successful

Ann: That's nice. It'd be nice to have the same colors Pleased
on all the carpets. I'd be happy. Expressing feelings

CG2: What color would you like? Question

CG8: Have you been outside for a walk around the Question
Home?

Inga: No, | haven't. Answer
CG8: You haven't? Parrot

(Continued)
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(Continued).

Inga: I'd like to yes. I've always walked around the

Home.

CG8: You should ask some cg to walk with you
because [daughter’s name] is afraid that you

might fall.

Inga: (laughs) That's nice. Do you know her?

CG8: [daughter’s sign name]? Sure | know her. I've
met her many times.

CG4: Do you like warmth?

Rose: Yes.

CG4: | myself enjoy the cold. | enjoy the cold winter.

Rose: Yes.

CG4: But you freeze. (laughs)

Rose: (nods)

CG4: You're a cold-sensitive cat.

Rose: Yes.

CG6: It'll be Christmas soon. Do you like Christmas?

Elsa: Is it November now?
CG6: It's November now.

Elsa: And then it'll be December. My sons always
come with their families but | don’t have the
strength to organize Christmas.

CG6: You don't have to.

Elsa: Yes, [son’s name] or [other son’s name] can
organize our Christmas party. We'll be together.

CG1: Do you like any hobbies?
Elsa: I'll knit some socks ready for Christmas presents

for the children.

CG1: Well, have you knitted already?
Elsa: Not yet, later. Not yet in the summer, but then in

August I'll start.

CG1: Well listen, it's already November.

Elsa: Yes, in August I'll start little by little, not yet. Yes
November, Nov-, December.

CG1: Yes.

Elsa: Well, what are you doing?
CG1: You're still up to knitting?
Elsa: What do you do for work?

CG1: 1 work here.

Expressing feelings

Laughter/Expressing

feelings/Question

Answer

Agrees with CG

Question

Talks about her family

traditions

Answer

Answer

Gets confused about

time

Changing topic

Changing topic

Advice/Perspective

Answer

Question

Talks about herself

Humor

Gives information

about time / Asks

about feelings

Reassures
Shows
understanding

Question

Question

Gives information
about time

Answer

Instrumental support

Informational support

Equality

Successful

Informational support

Emotional support

Unsuccessful

CG points out Deaf
person with
dementia’s
disorientation
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