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Abstract

Background: Cognitive-communication difficulties are often associated with
dementia and can impact a person’s ability to participate in meaningful conver-
sations. This can create challenges to families, reflecting the reality that people
living with dementia rarely have just one regular conversation partner, but inter-
act with multiple family members. To date, there is limited evidence of the impact
of changes in communication patterns in families. A family systems approach,
with foundations in psychology, can be used to explore the impact of commu-
nication difficulties on multiple different family members, including the person
living with dementia and potential coping strategies used by individuals, together
with the family as a whole.

Methods & Procedures: A systematic review of primary qualitative research
was conducted to identify and examine research exploring communication and
interaction within families living with dementia. Studies were identified through
a comprehensive search of major databases and the full-text articles were subject
to a quality appraisal. We conducted a thematic analysis on the literature identi-
fied to consider the role of families in supporting communication for people with
dementia.

Outcomes & Results: The searches identified 814 possible articles for screen-
ing against the eligibility criteria. Nine articles were included in the final review.
Three major themes emerged from the analysis of the included studies: (1) ‘iden-
tities changing’ reflected how interactions within the family systems impacted
on identities; (2) ‘loss’ reflected the grief experienced by families due to changes
in communication; and (3) ‘developing communication strategies’ highlighted
strategies and approaches that families affected by dementia may use organically
to engage in meaningful interactions and maintain connection. Only one study
explicitly used a family systems approach to understand how families manage
the changes in interaction resulting from dementia.
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INTRODUCTION

There is a rich literature base that proposes people with
dementia experience a decline in a variety of cognitive-
linguistic skills, particularly in relation to word-finding

Disorders

Conclusions & Implications: The findings may usefully inform the clinical
practice of speech and language therapists in terms of communication strategies
and coping mechanisms that may be advised to facilitate connection in fami-
lies living with dementia. Further research using a family systems approach to
exploring communication in dementia may help to support the implementation
of family-centred practice as recommended in policy.

KEYWORDS
communication, dementia, family

What this paper adds
What is already known on the subject
* There is increasing recognition of the impact of dementia on whole fami-

lies and the need for family-centred interventions to enhance quality of life.
However, much of the research to date that explores communication within
families affected by dementia examines interaction between dyads, largely
overlooking the roles and skills of other familial communication partners. To
the authors’ knowledge, there has been no previous review of the literature
using a family systems approach, which has the potential to inform clinical
practice of those working in dementia care.

What this paper adds to existing knowledge

* The review examines and understands what is known about the approaches

used by families affected by communication changes resulting from demen-
tia to preserve connection. It collates the evidence from qualitative studies
examining approaches and strategies used by individual conversation part-
ners, including people with dementia, as well as the family system as a whole,
to facilitate meaningful interactions, and proposes recommendations for clin-
icians working in this field. Furthermore, we consider the potential benefits
of using a family systems approach to understand the context of people living
with dementia and how this could enhance communication, personhood and
well-being.

What are the potential or actual clinical implications of this work?

* This review highlights practical conversation strategies and interactional

approaches that may serve to enhance communication and preserve rela-
tionships between people with dementia and their family members. Such
techniques have the potential to be advised by Speech and Language Thera-
pists working in dementia care as part of tailored, relationship-centred care
and support that they provide.

difficulties, reduced verbal fluency, difficulties with com-
prehending conversation and changes in social commu-
nication (Bourgeois & Hickey, 2009; Kindell et al., 2017).
Cognitive-communication difficulties such as these can
impact on a person’s ability to participate in meaningful
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conversations and maintain key relationships, often lead-
ing to reduced self-esteem, social isolation and reduced
quality of life overall (Volkmer, 2013).

Speech and language therapy (SLT) can be beneficial
for people living with dementia, in terms of providing
individuals with tailored support to adapt to communica-
tion changes they experience and maintain connections
with others in a meaningful way (Royal College of Speech
and Language Therapists (RCSLT), 2014). Of course, it
is not only people with dementia who must adjust to
changes in everyday interactions but also their key con-
versation partners, such as relatives and friends (Brewer,
2005). Egan et al. (2010) proposed that difficulty commu-
nicating is often cited by families as the most challenging
consequence of dementia.

To our knowledge, the majority of the published liter-
ature regarding communication and dementia focuses on
how dyads operate (Savundranayagam et al., 2005; Small
et al., 2000), with a focus on pathology largely influenced
by the biomedical model and researchers exploring links
between communication problems and the ‘burden’ placed
on the carer (Savundranayagam & Orange, 2011, 2014).
With many studies focusing solely on the perspective of a
spouse or partner, seen as a single representative of ‘fam-
ily’, Keady and Harris (2009) emphasize that for a long
time the lived experience of dementia has been some-
what ignored. Furthermore, people with dementia have
been curiously isolated from their broader family network,
including adult children and grandchildren, in both lit-
erature and policy. Though not within the scope of this
current paper, the valuable role of the wider social network
including friends and neighbours in supporting people
with dementia to remain socially active has also largely
been overlooked (Ward et al., 2018). However, as a result of
the paradigmatic shift in recent years towards relationship-
focused interventions (Keady & Nolan, 2003; Watson et al.,
2012), there is increasing awareness that a diagnosis of
dementia has an impact on an entire family, not just within
a dyad, and this is increasingly reflected in updated pol-
icy, including the Prime Minister’s Challenge on Dementia
(Department of Health, 2015), the Dementia Action Plan
for Wales (Welsh Government, 2018), in addition to clin-
ical guidelines (National Institute of Clinical Excellence
(NICE), 2018; Royal College of Psychiatrists (RCP), 2020).

Family systems theory (Bowen, 1978), developed orig-
inally in the field of social work and psychotherapy
(Haefner, 2014), lends itself as a theoretical framework
that can support family-centred practice in dementia; care
that involves collaboration with the family and delivery
of support focused around the needs of the whole family
(Kokorelias et al., 2019). Frequently referred to within
early communication development research (McKean

et al., 2011; Meyers, 2007; Wright & Benigno, 2019), family
systems theory works to understand interactions and
behaviour between multiple family members within a
family system, as opposed to a dyad, recognizing the
family as a complex social system, and emphasizes the
interdependence of individuals in the family (Bowen,
1978). Furthermore, family systems theory appreciates
that communication patterns, roles and identities can be
influenced by all members in the family, and interactions
are reciprocal in nature. The approach has the potential
to inform the clinical practice of speech and language
therapists working with people with acquired communi-
cation disorders, as it offers a practical framework with
which to understand the perspectives, skills and needs of
multiple conversation partners within the family, which
can subsequently support the development of tailored
interventions to aid communication (Purves & Phinney,
2012).

Frequently used by speech and language therapists, the
World Health Organization’s (WHO) International Clas-
sification of Functioning, Disability and Health (ICF)
(WHO, 2001) framework can facilitate an in-depth, holis-
tic exploration of the facilitators and barriers in relation
to a person’s communication difficulties. This of course
includes the communication environment, and the roles
and skills of conversation partners, such as family mem-
bers. Indeed, within clinical practice, it is well accepted
that many people, including people living with demen-
tia, rarely have just one regular conversation partner, but
in fact, often have multiple, overlapping communicative
responsibilities; and that meaningful conversations are not
simply restricted to family members in caregiving roles
(Purves & Phinney, 2012). Nevertheless, a preliminary
search conducted in October 2020 to identify any existing
systematic reviews regarding this topic found that research
in this area is limited. Consequently the current literature
does not appear to be representative of the complex nature
of communication between a person with dementia and
multiple family members, often of different generations.

Identification of successful communication strategies or
techniques used by the person with dementia or family
members to overcome changes in communication, in addi-
tion to helpful coping mechanisms, may serve to inform
future therapeutic interventions for people with demen-
tia and their conversation partners. Being able to provide
evidence-based therapies, reflecting the lived experience
of dementia, as well as perspectives of family members,
could have significant benefits in terms of supporting
family resilience, maintaining meaningful relationships,
preserving personhood and identity, enhancing well-being
and potentially delaying transition into a residential care
setting (Kindell et al., 2017; RCSLT, 2014).
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Aims

Given the apparent gap in the literature, the objective
of this paper is to systematically identify and examine
research exploring communication and interaction within
families living with dementia. In particular, using the fam-
ily systems perspective we ask, how do families living with
dementia experience changes in communication?

METHODS
Study design

In order to answer the research question, a systematic
review of qualitative research investigating communica-
tion in families living with dementia was deemed most
appropriate. Systematic reviews of qualitative literature
combine evidence from multiple studies to generate
comprehensive data that can be explored for patterns,
differences and similarities and extend what is known
about a research topic (Downe et al., 2019; Munn et al.,
2018).

Qualitative research aims to explore thoughts, feelings
and beliefs of people surrounding particular phenomena,
and values idiosyncratic experiences, giving voice to the
participants involved. Qualitative methods can provide
a richer, more holistic understanding of a concept than
numerical data arising from quantitative investigations.
Furthermore, there is increasing appreciation of quali-
tative evidence in the field of healthcare research as it
facilitates greater understanding of the complexity of liv-
ing with and managing health conditions (Bowling, 2002;
Bradshaw et al., 2017).

The methodology used in this review follows some of
the Joanna Briggs Institute (JBI) approach to conducting
a qualitative systematic review in terms of developing the
inclusion criteria, searching, screening and appraising the
quality of the evidence (Lockwood et al., 2020). However,
this review is exploring how families living with demen-
tia experience changes in communication, rather than
generating ‘guidance for action’ (Lockwood et al., 2020).
Consequently, a thematic synthesis is used to identify the
important topics emerging across the included studies that
address the aim of this review.

Search strategy

The electronic databases PSYCINFO, Medline, Web of Sci-
ence and CINAHL were searched for peer-reviewed pub-
lished research. In the development of the research ques-
tion, the PEO (population, exposure, outcomes) frame-
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work was used (Khan et al., 2003), as outlined in Table 1.
Terms that best represented ‘communication in families
living with dementia from a family system perspective’
were used. Further analysis of terms used across titles and
abstracts retrieved informed a secondary search, and the
final terms used are detailed in Table 2.

Table 3 outlines the inclusion and exclusion criteria used
for the purpose of this review, and is described in further
detail below.

Inclusion criteria

Due to the nature of the research topic and area of
investigation, it was decided that peer-reviewed journal
articles using a qualitative design would be included.
Mixed-methods studies were also included if a qualitative
element was incorporated. It was agreed that papers
that explicitly consider or investigate communication
using a family systems approach, seeking to understand
communication from the perspective of each individual
family member, would be included as well as articles that
discussed or observed communication between the person
living with dementia and at least two other family mem-
bers, thatis, not within a dyad. The timeframe for inclusion
of the papers was 2009-20 to ensure that papers were
recent and reflective of current thinking post-introduction
of various dementia strategies and guidelines published
in the UK in 2009 (Department of Health, 2009; NICE,
2018).

Studies working with people with dementia of any sub-
type were included, in addition to any age of onset, with
the hope of capturing research regarding rarer dementias
in addition to more common aetiologies.

Exclusion criteria

Studies were excluded from this review at title/abstract
screening if they were not published in English, in order
to mitigate financial and time implications of translation.
Grey literature, that which is not controlled by commer-
cial or academic publishers including policy documents,
theses, technical reports and blogs (Adams et al., 2016),
together with opinions pieces, were also not considered
within this review, to ensure that only high quality, peer-
reviewed studies were included and analysed. Studies
focusing on progressive neurological conditions or mental
health conditions other than dementia (such as Parkin-
son’s disease, depression, frailty) were also excluded.
Articles focusing on communication between people with
dementia, a family member and health professionals were
also excluded, as they did not examine communication
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TABLE 1 Search strategy using the PEO framework

Population (and their problem) Exposure Outcomes or themes
People with dementia Communication changes resulting Views/experiences/strategies of the person
from dementia with dementia
Family members of people with Views/experiences/strategies of the family
dementia members of the person with dementia

Note: The PEO framework serves to define the key concepts in order to formulate a qualitative research.

TABLE 2 Search term development

Question subcomponents Family People with dementia Communication

Search terms Family Dementia Communication
Family members Alzheimer’s interaction
Family unit Vascular dementia conversation

Family relations
Family network Frontotemporal dementia Interpersonal communication
Family system
Semantic dementia Verbal communication
Family carer
Family caregivers Lewy body dementia Non-verbal communication
Carer*
Caregiver*
Adult-children Primary progressive aphasia Discourse
Children
Grandchildren
Young onset dementia

Early onset dementia

Note: The following terms were searched across the four databases: famil* OR ‘family members’ OR ‘family unit’ OR ‘family system’ OR ‘family network” OR
‘family relations’ OR (‘family carers’) OR carer* OR caregiver* OR (‘family caregiver’ OR ‘family caregivers’) OR ‘adult-children’ OR children OR grandparent*
OR grandchild*) AND if(dementia OR alzheimer* OR ‘vascular dementia’ OR ‘lewy body dementia’ OR ‘frontotemporal dementia’ OR ‘semantic dementia’ OR
‘primary progressive aphasia’ OR ‘young onset dementia’ OR ‘early onset dementia’) AND if (communicat* OR interaction OR conversation OR ‘interpersonal
communication” OR ‘verbal communication’ OR ‘non-verbal communication’ OR discourse. The search was conducted in December 2020.

TABLE 3 Inclusion and exclusion criteria

Inclusion criteria Exclusion criteria

Peer-reviewed studies, using qualitative Studies not published in English
methods (including mixed-methods studies
if they included a qualitative element)

Studies investigating communication in Grey literature
dementia using a family system approach
(describing communication between a
person with dementia and at least 2 or more
family members)

Adult with a diagnosis of dementia of any Studies focusing on other progressive neurological conditions or mental conditions
subtype or age other than dementia (e.g., Parkinson’s disease, Schizophrenia, depression)
Studies published between 2009 and 2020 Studies focusing on communication between people with dementia, family

members and health professionals

Studies focused on the delivery of a communication therapy or intervention,
development of a framework, guideline or policy

Studies exploring a family system with dementia in relation to a general concept,
e.g., coping with diagnosis, and does not describe communication difficulties
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FIGURE 1 Flowchart of the search strategy [Colour figure can be viewed at wileyonlinelibrary.com]

within the internal family system. Further papers were
excluded if the study focused on delivery of a commu-
nication therapy/training programme, development of a
guideline, policy or framework, or used solely quantitative
methods. At the stage of full-text review, final studies were
excluded if communication was explored solely within a
dyad rather than amongst multiple family members, or if
the family system and its roles were investigated generally,
such as in response to the diagnosis, and did not examine
communication.

Figure 1 describes the selection process of studies
included and excluded for the purpose of this review.

Selection process

Studies were collated using RefWorks software and dupli-
cates were removed. Screening of articles was conducted

by the lead author and a sample of excluded studies were
discussed and checked by all three authors to aid interrater
reliability of the selected papers, discussion was carried
out between the three authors, with regards to any papers
where it was unclear if the inclusion criteria was met.

Quality appraisal

In order to assess the quality of the chosen papers within
the review, a two-step process was used. Initially, the
Critical Appraisal Skills Programme (CASP) (2015) quali-
tative checklist was used as a framework to evaluate each
paper. Although it has previously been suggested that the
CASP may only facilitate appraisal at a superficial level
in comparison with other checklists available (Hannes
et al., 2010), it can allow relatively rapid comparison and
appraisal of several studies in terms of their methodologies,
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data analysis, ethical issues and impact of the research.
Furthermore, due to the quick application of this tool, it is
a critical appraisal checklist most favoured by health and
social care clinicians, and so the author was already famil-
iar with using the CASP in evaluating evidence relevant to
clinical practice.

Second, the JBI Critical Appraisal Checklist for Qual-
itative Research (2015) was also used to explore in more
detail the use of appropriate theoretical frameworks
and philosophical perspective underpinning the articles
retrieved.

Data extraction

Data were extracted from the selected papers by the first
author and a table was created to record the relevant
data from each of the chosen studies. First, the study
aims, geographical location, participant demographics,
methodology, epistemology and any relevant theoretical
frameworks, and the key findings from the study, were
extracted from each article. Table 4 presents the charac-
teristics of included studies and considerations regarding
quality appraisal. Second, primary findings from each
study, along with direct quotes from participants and
researchers’ conclusions were extracted. Table 5 presents
the primary findings of each study included in the review.
Tables 4 and 5 are both included within supplementary
information.

Analysis and synthesis

In order to identify and systematically analyse themes
within from the research, thematic analysis in the style
of Braun and Clarke (2006) was conducted by the first
author. This involved the author becoming familiar with
the data presented in the selected papers, reading through
each paper and making notes regarding initial impressions
from the data. A summary table of key findings of each
paper was created. Next, initial coding based on recurring
concepts was applied, using open coding, and codes were
modified as the analysis developed. Patterns derived from
the data that were helpful in answering the research ques-
tion were then identified and reviewed with the two other
researchers, and final themes and sub-themes recognized.
Themes were then reviewed again against codes to ensure
that the data was truly supportive of the themes identi-
fied and the ‘essence’ of each theme identified (Braun &
Clarke, 2006). A diagram was created to visually represent
the main themes and subthemes derived from the data fol-
lowing discussion with the research team. These themes

are analysed and presented below in the context of the
existing literature.

RESULTS
Summary of the included studies

The initial database search yielded 1055 papers (Figure 1).
One further paper that met the inclusion criteria was iden-
tified through manual search. A total of 242 studies were
excluded due to duplication, and a further 775 papers were
excluded as they did not meet the inclusion criteria at
review of titles and abstracts. The remaining 39 articles
were then assessed for full-text eligibility. A final nine
papers were included for the purpose of this review.

The studies included five case studies (Hyden &
Samuelsson, 2019; Jones, 2015; Kindell et al., 2014; Purves
& Phinney, 2012); a qualitative analysis consisting of
focus groups (Miron et al., 2019); three qualitative stud-
ies consisting of in-depth and semi-structured interviews
(Miller-Ott, 2018; Schaber et al., 2016; Tipping & White-
side, 2015); and a phenomenological study using thematic
analysis to analyse communication in video recordings
(Walmsley & McCormack, 2014). Further detail regard-
ing the aims, methodologies and quality appraisal of each
study can be found in Table 4.

The studies can be seen to be divided into three
categories: those that are exploring experience of com-
munication in the family system using interviews and
focus groups; those that are observing communication
and analysing interactions and studies that used both
approaches.

The CASP Qualitative Checklist was used to scaffold
reflections regarding the quality of the selected papers.
All nine papers included clearly stated their research
aims, and used appropriate qualitative methodologies in
order to address their research aims. The JBI checklist
supported more in-depth consideration of the theoretical
frameworks underpinning each study. Of note, no stud-
ies were excluded from the review on the basis of their
methodological quality, following the critical appraisal
process.

Many of the papers describe their study designs,
methodologies and data analysis in detail, improving con-
firmability of the research (Lincoln & Guba, 1985). With
regards to credibility of the research, data triangulation
and saturation are discussed in several the papers included
(Kindell et al., 2014; Miller-Ott, 2018; Miron et al., 2019;
Purves & Phinney, 2012; Schaber et al., 2016), in addition
to reflexivity and potential for bias (Kindell et al., 2014;
Schaber et al., 2016) and relevant theoretical frameworks
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underpinning the research (Hyden & Samuelsson, 2019;
Miller-Ott, 2018; Miron et al., 2019; Purves & Phinney, 2012;
Schaber et al., 2016; Walmsley & McCormack, 2014).

Findings from the qualitative synthesis

Three major themes were derived as a result of the anal-
ysis of the included studies. First, the theme ‘Tdentities
changing’ echoed the transitions of roles within the fam-
ily, as a result of dementia. ‘Identities changing’ consisted
of two subthemes: ‘Identity of the person with demen-
tia is preserved by wider family members’ and ‘Family
members’ identities changed from mutual interaction to
more responsibility’. The next major theme was ‘Loss’,
which revealed the interactional and linguistic loss expe-
rienced by the family system with dementia. ‘Loss’ was
therefore divided into two subthemes: ‘Loss of complex-
ity of previous interactions’ and ‘Loss of connections’.
The final major theme was ‘Developing communication
strategies’, which signalled the way that family mem-
bers, including the person with dementia, may adapt to
communication changes and use techniques to manage
communication difficulties. ‘Developing communication
strategies’ consisted of three subthemes: ‘Helpful commu-
nication strategies used by family members’, “‘Unhelpful
communication strategies used by family members’ and
‘Communication strategies used by people with demen-
tia’. A visual representation of the overarching themes and
subthemes are presented in Figure 2 and are discussed
below.

Identities changing

Maintenance of close family relationships is well-accepted
within the literature as important for the well-being and
identity of people with dementia (LaFontaine & Oyebode,
2014; Robertson, 2014). Several of the papers referred to the
way in which identities and positions within the family
system changed, in line with changes to their interactions
(Jones, 2015; Kindell et al., 2014; Purves & Phinney, 2012;
Schaber et al., 2016; Tipping & Whiteside, 2015).

Identity of the person with dementia is
preserved by wider family members

Previous research has described how people living with
dementia often maintain their physical identity, but pro-
gressively lose their personal identity, as a result of their
deteriorating cognition and communication (Karner &
Bobbitt-Zeher, 2005).

Several papers in the review discuss the way fami-
lies work to preserve the identity of the person with
dementia through their joint communication. Kindell et al.
(2014) discuss the way that families use collaborative story-
telling to retain personhood. The authors note that families
engage in ‘narrative scaffolding’, initiating favourite and
shared topics between the person with dementia and
family members, and remembering events from the past
together, in order to maintain personal identity and con-
nection with each other. At times this can present as an
embodied activity, meaningful when people with dementia
use non-verbal communication to mitigate difficulties with
verbal fluency and naming (Hyden, 2014). Likewise, Miron
et al. (2019) found that grandchildren introduce reminis-
cence with their relative with dementia, with the intention
of preserving their sense of self and personhood. They
found adolescents encouraged their grandparent with
dementia to recount their past, and tell their story, which
helped them to retain a psychological connection with
their relative, upholding what the authors characterize as
‘intergenerational solidarity’. Instigating reminiscence and
using family narratives in this manner has been suggested
to be fundamental in protecting the positioning of the per-
son with dementia within the family system and its history
(Hyden, 2011; Walmsley & McCormack, 2014; Werner et al.,
2005).

Conversely, other adolescents in the same study empha-
sized the difficulty of communicating with their grand-
parent whose identity seemed to be ever-changing, and
this created a reluctance to interact. Purves and Phin-
ney’s (2012) findings reinforced this concept, that family
members had to find a balance between carefully trying
to preserve the identity of the person with dementia as a
family member, avoiding conflict, whilst also being real-
istic about their fluctuating conversational competence.
Miller-Ott (2018) labelled this as ‘identity-work’, protect-
ing the personhood of the relative with dementia when
difficulties in their communication present a risk to their
previous identity. Equally, Kindell et al. (2014) suggested
that families understand the importance of flexibility when
interacting with their relative with dementia, so as to
preserve the person’s family identity. In their case study
of a family affected by semantic dementia, the wife and
son of a gentleman with semantic dementia described
how changes in his personality had altered his interaction
style, making him increasingly extroverted, and interested
in strikingly different conversations topics than before.
Kindell et al. (2014) proposed that his family had come to
accept these changes, though challenging, in order to safe-
guard his role as a husband and father, though this was
very different from before.

The notion of ‘same but different’ was also echoed in
the study of Jones (2015), consisting of analysis of tele-
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phone conversations between ‘May’, a lady with dementia,
and her family (daughter and son-in-law), which proposed
that often there is ‘malalignment’ between the person
with dementia’s knowledge about their life, and their fam-
ily’s knowledge, secondary to deterioration in episodic
memory. This concept is explored when May requests to
go home, but is in fact already at her home. Forgetting
important information about her identity, for example,
where she lives, causes both her and her family anxi-
ety and distress, which leads to further communication
breakdown, as her daughter is unsure how to respond to
her, in the context of her fluctuating identity. This idea
is also reflected in the work by Schaber et al. (2016),
in semi-structured interviews with family members, as
adult children expressed difficulty in supporting their
parent with dementia when forgetting important autobi-
ographical information, in addition to fluctuations in their
identity, meaning that some days family members felt their
relative with dementia was more ‘recognizable’, whilst on
other days, their previous identity was less clear.

Family members’ identities changed from
mutual interaction to more responsibility

In semi-structured interviews with adult children of peo-
ple with Alzheimer’s disease, Miller-Ott (2018) empha-

Communication strategies
used by people with dementia

N

Representation of the overarching themes and subthemes derived from the qualitative analysis [Colour figure can be viewed

sized that participants experienced changes in their own
identity, in particular to their traditional parent-child
dynamic, to some extent, due to the communication diffi-
culties they experienced within the family. Woolsey (2013)
proposed that as the condition progresses, adult children
often adopt more of a ‘parent’ role in caring for their par-
ent living with dementia. Miller-Ott (2018) suggested that
adult children assume a new responsibility as a ‘gatekeeper
communicator’ of their parent’s private information, for
example, determining when it is necessary to disclose their
diagnosis to strangers, as a way to explain their relative’s
communication or behaviour, for example, if they were to
say something inappropriate or potentially offensive to a
stranger. Findings of Kindell et al. (2014), from the case
study of the family living with semantic dementia, substan-
tiate this notion, and illustrate how the wife and son felt
obliged to undertake a parental role and monitor his com-
munication and interactions with others. Changes in the
gentleman’s communication meant that he had become
increasingly disinhibited and irritable around other peo-
ple and his wife felt a duty to ‘police’ her husband’s
communication, to prevent him causing offence to others.

Adult children often adopt the identity of the family
representative, explaining their relative’s communication
to others, including other relatives and those external to
the family, and ‘coaching’ others on how best to commu-
nicate with the person with dementia (Miller-Ott, 2018).
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Interviews with grandchildren of people with dementia
also mirrored this concept (Miron et al., 2019; Schaber
etal., 2016, Tipping & Whiteside, 2015; Walmsley & McCor-
mack, 2014). Several participants discussed how older
family members worked as ‘interaction buffers’ (Miron
et al., 2019, p. 1033), ensuring the person with demen-
tia was comfortable during the conversation, as well as
providing topics to maintain the interaction, and support-
ing other relatives, such as younger generations, to take
part in the conversation with their relative with demen-
tia. These conclusions imply that it is not only the person
with dementia who undergoes fluctuations in their iden-
tity, as a consequence of communication problems, but
that family members also adopt new identities in order to
encourage, engage and protect their relative with dementia
during interactions.

Loss

Previous research focused around loss in family mem-
bers affected by dementia has revealed the complexity
of grieving for changes in relationships, particularly as a
result of loss of familiarity and connection (Betts Adams
et al., 2008). Many papers in this review highlighted the
grief experienced by family members for losing idiosyn-
crasies of their communication with their family member
before they developed dementia (Miller-Ott, 2018; Purves
& Phinney, 2012; Schaber et al., 2016; Tipping & Whiteside,
2015).

Loss of complexity of previous interactions

A number of the papers in this review detailed the
‘absence’ experienced by family members in relation to the
habitual communication patterns that they used to experi-
ence with their family member with dementia (Miller-Ott,
2018; Purves & Phinney, 2012). In the Miller-Ott (2018)
study, participants suggest a conflicting theme of ‘presence
vs absence’, as their parent with Alzheimer’s disease is still
physically present in their lives, but psychologically, they
experience a loss of their parent figure they communicated
with prior to the onset of dementia.

Findings of Purves and Phinney (2012) reinforced this, as
adult children expressed a sense of ‘missing’ their relative
with dementia and the complexities and rituals of inter-
actions that were characteristic of their past relationship.
Even though the person with dementia was still present,
they expressed a sense of loss in terms of the closeness of
their prior relationship. Purves and Phinney (2012), along
with Schaber et al. (2016) and Tipping and Whiteside (2015)

highlighted the increased effort that was required from
some family members to engage in interactions, which cre-
ated a feeling of comparison and longing for the ease of
family interactions in the past. These findings complement
the previous work of LaFontaine and Oyebode (2014) who,
through their systematic review, identified how families
affected by dementia can feel detached, ‘living together but
apart, in two different worlds’.

Loss of connections

This discord of ‘same but different’ causes further uncer-
tainty in how to communicate with their relative and
preserve their connection as it was before. Tipping and
Whiteside (2015) interviewed family members of people
with dementia experiencing language reversion, defined
as the increased use of and ease of access to a person’s
first language in comparison with their second language,
and a concept of loss was also conveyed in their narratives.
However, this was particularly different from the loss that
was reported by families whose relative with dementia was
monolingual, in that relatives of bilingual or multilingual
people with dementia were concerned that they may lose
their connection with their relative with dementia alto-
gether, if the person continued to increasingly use their
first language which was not understood by the rest of the
family. They expressed a sense of grief, of not being able
to reliably identify a ‘way in’ to connect with their rela-
tive and articulated the regret they felt for not learning the
first language of their relative with dementia at an earlier
point in life. They did however, alike those interviewed by
Miller-Ott (2018), report changes in their parents’ ability
to interact, noting a particular decline in the complexity of
information transmitted, such as their relative no longer
being able to verbally express complex emotions, and tend-
ing to revert back to simple, more concrete, conversation
topics.

Developing strategies to maintain
communication

Previous research has suggested that families may respond
to communication breakdowns with their relative with
dementia by adopting new conversation strategies (Wat-
son et al., 2012). Some approaches identified by Watson
et al. (2012) appeared to facilitate interaction, whilst oth-
ers further inhibited successful communication; findings
that were also mirrored in this current review (Hyden &
Samuelsson, 2019; Kindell et al., 2014; Miller-Ott, 2018;
Miron et al., 2019; Purves & Phinney, 2012; Schaber et al.,
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2016; Tipping & Whiteside, 2015; Walmsley & McCor-
mack, 2014). However, several studies within this review
also highlighted the ways in which people with dementia
develop communication strategies to manage communi-
cation breakdown within their family system, taking an
active role to maintain connection (Hyden & Samuels-
son, 2019; Jones, 2015; Kindell et al., 2014; Walmsley &
McCormack, 2014).

Helpful communication strategies used by
family

Four key strategies used by family members that were iden-
tified as helpful in facilitating communication were (1)
scaffolding comprehension (Hyden & Samuelsson, 2019;
Miller-Ott; 2018); (2) initiating on behalf of the person with
dementia (Kindell et al., 2014; Purves & Phinney, 2012);
(3) using non-verbal communication to compensate for
word-finding difficulties (Kindell et al., 2014; Schaber et al.,
2016; Tipping & Whiteside, 2015; Walmsley & McCormack,
2014); and (4) communicating through activities (Hyden,
2014; Miron et al., 2019; Walmsley & McCormack, 2014).

Hyden and Samuelsson (2019) identified in their case
study that the daughter and daughter-in-law of a lady
with dementia would repeat their utterances and empha-
size key words, such as names, with stress, when there
was a misunderstanding in conversation, in addition using
nouns in place of pronouns. These techniques appeared to
support comprehension, mitigating the impact of hearing
and working memory problems and allowed the conver-
sation to continue. Family members also used clarifying
questions with their relative with dementia to confirm
understanding when their message was unclear, similar to
those identified in previous work by Kindell et al. (2017).

Kindell et al. (2014) also recognized some of the strate-
gies that family members found helpful to reduce the
possibility of conversation breakdown, such as introduc-
ing conversations, in addition to using more comments
rather than asking questions, to overcome difficulties with
initiation. These techniques were also described in the
findings of Purves and Phinney (2012). Purves and Phinney
also described that family members recognized the impor-
tance of breaks in talking at times, and noted that when
other more competent talkers within the conversation
allowed more natural silence, this created more opportuni-
ties for her mother with dementia to spontaneously initiate
interaction.

Several of the authors found that relatives became more
receptive to their family members’ non-verbal communi-
cation, when verbal communication was more challenging
due to their dementia (Kindell et al., 2014; Schaber et al.,
2016; Tipping & Whiteside, 2015; Walmsley & McCormack,

Disorders

2014). Family members who viewed paralinguistic features
of communication of the person with dementia, such as
eye gaze, facial expression and vocalizations, as inten-
tional, had more ‘in-step communication’; meaning that
the interaction flowed in a timely manner (Walmsley &
McCormack, 2014). This appeared to result in interactions
that were more reciprocal in nature, and more engaging
and positive communication overall. Schaber et al. (2016)
also noted that family members, including grandchildren,
expressed love and intimacy using increasing non-verbal
approaches, such as hugging, kissing and holding the
person, whilst using simple language to express their
feelings, which helped to maintain connection, despite
communication barriers.

Lastly, Miron et al. (2019) and Walmsley and McCor-
mack (2014) identified how grandchildren introduced
and used technology, such as electronic photo albums,
to stimulate conversation with their grandparent with
dementia. The grandchildren also reported they preferred
engaging in activities together such as looking at pho-
tographs, baking, games or crafts to take the emphasis
away from talking and facilitate opportunities for more
spontaneous, natural communication. Hyden (2014) too
found that collaboration of family members during mean-
ingful activities can enhance communication with the
relative living with dementia, through working in partner-
ship to problem-solve and complete a task, whilst sharing
the ‘load’ of the conversation. These findings reiterate
the way in which family members of people affected by
dementia pursue new approaches to manage communica-
tive challenges with their relative (Purves & Phinney,
2012).

Unhelpful communication strategies used by
family

In contrast, several authors also suggest that family mem-
bers unintentionally used strategies that are unhelpful,
and can contribute to frustration, anxiety and reduced
self-esteem for the person with dementia.

Purves and Phinney (2012) found that some family
members engaged in unusual conversation behaviours
with negative effects, even though the intention was to
encourage the person with dementia to communicate. An
example identified was asking ‘test questions’, questions
to which the answer is already known to the listener, to
engage the person with dementia in conversation. How-
ever, asking ‘test questions’ often leads to conversation
breakdown and the person with dementia disengaging
when they are unable to recall the answer. Purves and
Phinney also noted that some family members tend to
overcompensate for their relative’s difficulties, by directing
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the conversation towards topics that they know the per-
son with dementia prefers, or by talking for them, which
at times resulted in further frustration for the person with
dementia. Miller-Ott (2018) also found that adult children
of people living with dementia frequently found them-
selves correcting their parent in conversation when they
recalled information incorrectly. This too was reported by
Tipping and Whiteside (2015), who identified that adult
children repeatedly corrected their parent if they spoke
in the language developed from birth that was poten-
tially more accessible and comfortable for the person with
dementia and not the shared language of the family, the
concept described by Tipping and Whiteside as ‘language
reversion’, although one participant did recognize that
this strategy was no longer effective for her father with
dementia, as it seemed to exacerbate frustration for both
her and her father, causing their conversation to break-
down. Shakespeare (1998) would argue that this reiterates
the notion that the communication difficulties that people
with dementia experience are not solely due to cognitive
deficits, but are as a result of collaborative communica-
tion difficulties, influenced by the behaviour and skills of
conversation partners too.

Likewise, Miron et al. (2019) recorded similar conclu-
sions in that despite their best intentions, grandchildren
sometimes had a negative effect on their grandparent
with dementia during interactions together, as a conse-
quence of communication strategies they used. This was
thought to be attributable to their concentration on their
grandparent ‘getting things right’, as opposed to their
grandparent’s engagement and participation in the inter-
action in the moment, as they felt it a reflection on their
own interactional competence if their grandparent was
unable to recall information accurately or retrieve a word
(Wicklund, 2008).

Prolonging an interaction for too long or expecting too
much of the person with dementia in terms of their linguis-
tic and cognitive abilities were also identified as unhelp-
ful communication behaviours in this review (Purves &
Phinney, 2012; Walmsley & McCormack, 2014). Some fam-
ily members explicitly expressed a sense of frustration
when the person with dementia appeared unable to use
speech, for example, when becoming tired, and their ver-
bal responses reduced, which in this case was interpreted
by the family as a lack of interest. Unfortunately, some rel-
atives implied that they no longer sought opportunities to
engage with their family members with dementia, due to
their word-finding difficulties and perceived lack of moti-
vation to communicate together. Family members high-
lighted that they were aware that the person with dementia
was at risk of becoming socially isolated, secondary to their
communication difficulties, but expressed that engaging
them in interactions lead to annoyance that was potentially

as harmful for their well-being. These themes reinforce the
need for communication training for families in knowing
how to recognize and manage communication breakdown
and promote successful participation in interactions with
their relative with dementia.

Strategies used by people with dementia to
maintain communication

Although there was limited information within this review
from the perspective of the person with dementia, a few
papers (Hyden & Samuelsson, 2019; Jones, 2015; Kindell
et al., 2014; Walmsley & McCormack, 2014) did propose
that people with dementia also develop their own cop-
ing strategies to maintain and demonstrate communicative
competence during interactions with family. Jones (2015)
highlighted how the lady with dementia in her case study
would convey a sense of competence in answering her
daughter’s questions without in fact knowing the answer,
as a technique to disguise her difficulties with recall-
ing information correctly. Jones advises that people with
dementia are often able to use their retained social aware-
ness, for example, in turn-taking and noticing social cues,
and so they may be able to infer what an appropriate
response could be to a relative’s question.

Similarly, Hyden and Samuelsson (2019) observed that
people with dementia developed face-saving strategies,
to avoid confrontation with family members, in order to
maintain their relationships within their family system.
The person with dementia in this particular study was
noted to accept her daughter’s repair, for example, when
she recalled an event incorrectly, and did not argue her
reality instead. The authors also noted that when the lady
with dementia was unable to find a word, she would insert
a similar word instead, either in terms of phonology or
semantics, in an attempt to get the message across. Like-
wise, Walmsley and McCormack (2014) proposed that even
in advanced stages of dementia, individuals use non-verbal
communication such as facial expression, body move-
ments and touch to convey a message. The found that
people with dementia appeared to have retained awareness
of their family members, and communicated their rela-
tional connectedness through smiling, use of eyebrows and
eye contact. These studies suggest that people with demen-
tia not only maintain a level of conversational competence
despite cognitive impairment, but that they are active par-
ticipants in the interaction, and previous literature into
the social proficiency of people with dementia would vali-
date this theory (Hamilton, 1994; Muller & Wilson, 2008).
Conversely, findings of Purves and Phinney (2012) would
dispute this, as participants in one family expressed that
their mother with dementia had little insight into the
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communication difficulties within their family system,
suggesting that she continued to attempt to communicate,
unaware of her impairments or the frustration of family
members in trying to support her.

This emphasizes the heterogeneous nature of people
affected by dementia, and the significance of understand-
ing people as individuals, with unique lived experiences
of the diagnosis (Cohen-Mansfield & Jiska, 2000). Addi-
tionally, it is useful to consider that little information was
given within many of the studies with regards to severity
of the dementia for the participant or their relative with
dementia, and so this may also account for differences in
functioning, awareness and use of strategies.

DISCUSSION

The aim of this review was to explore how family sys-
tems living with dementia respond to and manage changes
in communication, resulting from dementia. Family sys-
tems theory can offer a practical framework with which
to understand the wider social context of the person
with dementia, and perspectives, skills and needs of con-
versation partners in the family, in recognition that the
communication and behaviour of a person with demen-
tia can influence and be influenced by multiple family
members (Bowen, 1978). This approach has the potential
to support family-centred practice, in planning and deliv-
ering interventions to support communication that are
tailored to the needs of the person with dementia and indi-
viduals in their family, as well as the family as a whole
system (Kokorelias et al., 2019).

In total, nine papers were included in this review, all
having used qualitative approaches to understand commu-
nication amongst multiple family members. However, only
one study (Purves & Phinney, 2012) explicitly used a fam-
ily system approach, examining communication as a case
study within two particular family systems, and overtly dis-
cussed the individual roles of each family member in terms
of influencing or responding to communication, in addi-
tion to the collaborative efforts of the family system. The
remaining studies had discussed communication between
the person with dementia and at least two other family
members, as opposed to within a dyad, but appeared to
neglect the roles of individual family relationships in influ-
encing communication, or made conclusions regarding
interactions across multiple families, potentially diluting
the complexity and intricacies of each family system. Find-
ings from this review would suggest that applying a family
systems approach to the investigation and analysis of com-
munication in dementia is a relatively understudied area.

Although there appears to be limited research that uses
a family systems approach to understanding family com-
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munication changes in dementia, this literature review has
started to make links with regards to how a family, includ-
ing different generations, may work together to maintain
interactions. For example, having a ‘representative’ for the
family, family members who work as a ‘mediator’, trans-
lating the communication of the person with dementia
for others to understand and making use of an ‘interac-
tion buffer’ as the more competent communicator. Given
the importance of identifying facilitators and barriers to
the communication of the person with dementia, in line
with the WHQO’s ICF (WHO, 2001) framework, increased
understanding of communication roles and skills within
a wider family system may provide a more comprehen-
sive appreciation of the ways in which a person with
dementia interacts with key familial conversation partners.
Importantly, application of this approach may support
speech and language therapists to identify interventions
that maximize the quality of family interactions together,
acknowledging the impact of dementia on whole families
as increasingly outlined in policy and strategy (NICE, 2018;
Welsh Government, 2018).

Strengths and limitations

With regards to the strengths of this review, this work was
carried out with the support and involvement of people
living with dementia and their families within the Uni-
versity research steering group and also a support group
for people with rarer dementias, particularly in relation
to sense-checking developing themes following analysis
of the papers. For many years, it has been assumed that
people with dementia lack insight into their condition
and cannot provide informed consent required to engage
in the research process (Dewing, 2002; Hellstrom et al.,
2007). However, in the context of increased patient and
public involvement (PPI) in both research and in health-
care settings, researchers are increasingly aware of the
need to include people with dementia as active participants
and co-producers of research if we are to more accurately
understand the needs of people with dementia and thus
develop more effective interventions to improve quality of
life (Allen et al., 2017; Bartlett & O’Connor, 2010). As other
key stakeholders, consultation with speech and language
therapists working in dementia care was also carried out
to determine the usefulness of this research and potential
applicability to clinical practice.

Although it can be argued that qualitative research can
be particularly susceptible to bias (Galdas, 2017), efforts
were made throughout the process of conducting the
review to reduce potential bias in regard to the selec-
tion and interpretation of the data. Authors independently
reviewed selected papers and engaged in critical discus-
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sion as a method of internal quality control. This served
to increase interpretative rigour, by challenging authors’
assumptions and enhancing understanding regarding the
data to ensure reflexivity.

In relation to the limitations of this work, the small num-
ber of papers included could be viewed as a limitation
of the paper. Only nine papers met the inclusion crite-
ria, due to the paucity of literature addressing the research
question, which could potentially have an impact on the
transferability of the data (Lincoln & Guba, 1985). How-
ever, as qualitative research is focused around detailed
understanding of a concept as opposed to extent and gen-
eralization (Boddy, 2016), a small sample size may be
considered appropriate within this context.

In terms of limitations within the data itself, it is per-
tinent to highlight that there was very little inclusion of
people with dementia as active members of their family
systems within each paper. Only four of the nine papers
described people with dementia as engaging in recipro-
cal communication with their family members. Many of
the studies included in this review sought opinions and
experiences of family members, and a number of the stud-
ies observed the communication of people with dementia
with their relatives and analysed their interactions. How-
ever, only one study (Purves & Phinney, 2012) directly
explored the experiences of people with dementia in terms
of communicating with their family.

Reduced recruitment of participants from minority
groups could also be viewed as a limitation of this review.
To the author’s knowledge, there was no known inclusion
of people with dementia and their families from LGBTQ+
community. It has been suggested that people within the
LGBTQ+ community may not live within ‘traditional’ fam-
ily systems, but a ‘family of choice’, comprising of partners
and close friends (Concannon, 2009). Therefore, findings
from this review may not necessarily be truly representa-
tive of the ways in which LGBTQ+ families with dementia
experience and manage changes in communication. Sim-
ilarly, the studies reviewed mostly recruited relatives of
people living with late-onset Alzheimer’s disease. Given
what is known about the more significant language dif-
ficulties in younger-onset and frontotemporal dementias,
this review may less accurately describe communication
family systems affected by rarer dementias, as opposed
those with more typical amnestic presentations.

Implications for clinical practice

Although only preliminary results, findings from this
review represent the first step in revealing potential cop-
ing strategies and techniques that may be used within
family systems when adapting to communication changes

in dementia. Specific communication strategies thought
to increase success of communication transactions were
identified in this review, such as emphasizing key words
with stress to aid understanding, using proper nouns in
place of pronouns to aid working memory, and encourag-
ing gesture to mitigate the impact of word-finding diffi-
culties. Practical techniques such as these are frequently
advised by speech and language therapists in clinical
practice to reduce the likelihood of communication break-
down, although the evidence base has previously lacked
detail with regards to carers’ and families’ perceptions of
efficacy of such strategies (Alsawy et al., 2017). Approaches
such as collaborative storytelling, demonstrating inter-
generational solidarity through reminiscence, instigating
favourite conversation topics and modelling of positive
communication from more confident conversation part-
ners in the family system also appear to have positive
effects on maintaining meaningful interactions together
and strengthening familial relationships. Acceptance of
non-verbal communication by family members, such as
facial expression, gesture and eye contact, as intentional
attempts to interact also appeared to have a positive impact
on enabling the family member with dementia to engage in
a reciprocal interaction. These findings are significant for
speech and language therapists working in this field, and
may contribute to evidence-based compensatory strate-
gies and family-centred approaches to interaction that may
be advised to families to maximize communication with
their relative with dementia. Findings from this review
also reinforce the need for training of conversation part-
ners of people with dementia, as recommended within
the RCSLT’s Position Paper for Dementia (RCSLT, 2014) to
ensure that families feel skilled in meeting the communi-
cation needs of their family member with dementia and
enabling the person to participate in interactions that are
meaningful and reciprocal.

Future research directions

This review highlights an apparent gap in the literature in
terms of examining communication in dementia from a
family systems perspective. Furthermore, there is a clear
need to include people with dementia as active conversa-
tion partners, within their own family system, within the
field of communication research. There also appears to
be a relative absence in the current literature towards the
role of younger family members in maintaining commu-
nication with their family member with dementia. Given
what is known about the value of intergenerational rela-
tionships, particularly for people with dementia in terms
of well-being and cognition (Gerritzen et a., 2019), future
empirical investigations should address the current gap
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in knowledge regarding communication and intergener-
ational practice in dementia (Armstrong & McKechnie,
2009). In particular, future research should seek to exam-
ine the unique responsibilities of younger people, such
as grandchildren, within an intergenerational family sys-
tem, and how their roles work alongside that of parents
and people with dementia to preserve family interactions.
Furthermore, further research in this area may explore
efficacy of communication techniques such as those dis-
cussed above, in terms of facilitating familial connections
and maintaining relationships.

CONCLUSIONS

People with dementia experience significant changes in
their communication that can impact on their well-being
and that of their key conversation partners, such as family
members. For many years, it has seemed that people with
dementia have been isolated from their wider family sys-
tem in the research literature and the voices of people with
dementia have been neglected. Findings from this review
would suggest that both people with dementia and their
family members actively develop strategies, both positive
and negative, with the aim of preserving communication
and maintaining their identities within the family, whilst
simultaneously experiencing complex losses in terms of
interactions, roles and relationships. Gaps within the cur-
rent research have been recognized, particularly around a
lack of research explicitly using a family systems approach
to explore how multiple individuals within the family, as
well as the family as a whole system, manage the complex
changes in interaction that families affected by demen-
tia encounter. If we are to provide relationship-centred
care, that is, reflective of complex and unique family
networks, further research in this field may help us to
better understand the various roles and skills of differ-
ent communication partners within the family, which in
turn could support the development of more effective and
family-centred interventions to enhance communication
in families living with dementia.
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