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Abstract

As there is currently no cure for dementia, providing psycho-social support is imperative.
Counselling and psychotherapeutic interventions offer a way to provide individualised
support for people with dementia and their families. However, to date, there has not
been a systematic review examining the research evidence for these interventions. This
review aimed to examine the following research questions: (1) Are counselling/psycho-
therapeutic interventions effective for people with dementia?, (2) Are counselling/psycho-
therapeutic interventions effective for care-givers of people with dementia? and (3) Which
modes of delivery are most effective for people with dementia and care-givers of people
with dementia? A systematic literature search was conducted in MEDLINE (via
PubMed), PsycINFO and CINAHL in March 2019. Keyword searches were employed
with the terms ‘dement*’, ‘counsel®’, ‘psychotherapy’, ‘therap*’, ‘care’ and ‘outcome’, for
the years 2000-2019. Thirty-one papers were included in the review, from seven countries.
Twenty studies were randomised controlled trials (RCTs) or adopted a quasi-experimental
design. The remaining studies were qualitative or single-group repeated-measures design.
The review identified variation in the counselling/psychotherapeutic approaches and
mode of delivery. Most interventions adopted either a problem-solving or cognitive behav-
ioural therapy approach. Mixed effectiveness was found on various outcomes. The import-
ance of customised modifications for people with dementia was highlighted consistently.
Understanding the dyadic relationships between people with dementia and their care-
givers is essential to offering effective interventions and guidance for practitioners is
needed. Information about the cognitive impairment experienced by participants with
dementia was poorly reported and is essential in the development of this research area.
Future studies should consider the impact of cognitive impairment in developing guidance
for counselling/psychotherapeutic intervention delivery for people with dementia.
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Introduction

Dementia is a condition affecting neurological functioning, which involves an
acquired loss of cognitive abilities (Arvanitakis et al., 2019). Depression and anxiety
are common amongst people with dementia (Kane and Terry, 2015), and are linked
to poorer outcomes, such as increased dependence, reduced quality of life, worsened
cognition and mortality rates (e.g. Rozzini et al., 2009; Rapp et al., 2011). As there is
currently no cure for dementia, providing non-pharmacological and individualised
support is imperative (Aminzadeh et al., 2007). Treatment of any symptoms of anx-
iety or depression should be seen as an essential component of dementia manage-
ment (Azermai et al, 2012). Subsequently, depression and anxiety have been
identified as specific targets for psycho-social interventions (Cooper et al., 2015).

Most people with dementia are community-dwelling and receive care from a
relative (Alzheimer’s Research UK, 2014). While there are positive aspects of caring,
care-givers for people with dementia often experience strain, psychological and
physical illness (Safavi et al., 2017), as well as negative impacts on their quality
of life (Garre-Olmo et al., 2016). These problems are often exacerbated as care-
givers’ health needs are unmet, usually due to the demanding nature of care-giving
(McCabe et al., 2016). Thus, supporting care-givers’ psychological health has been
drawing increasing attention.

Counselling and psychotherapeutic interventions are one form of post-
diagnostic support that can be offered to both people with dementia and their care-
givers. This involves regular conversation between an individual and a counsellor/
therapist, usually for a set number of sessions, and can impact on how individuals
respond to their diagnosis and experience of dementia (Bryden, 2002). By under-
standing dementia as psycho-social, symptoms such as anxiety and depression are
seen as responses to experiencing cognitive decline, which can be targeted through
counselling and/or psychotherapy (Bryden, 2002).

Previous literature has reported that counselling and/or psychotherapeutic
approaches can enhance the quality of life for both people with dementia and
their care-givers (Olazaran et al, 2010). Counselling interventions can support
sense of ‘self and increase self-acceptance for people with dementia (Birtwell
and Dubrow-Marshall, 2018), reduce depression and/or anxiety in dementia, and
have the potential to improve wellbeing (Orgeta et al, 2014; Cheston and
Ivanecka, 2017). Likewise, such interventions have demonstrated positive effects
on physical health and depression for care-givers of people with dementia
(Mittelman et al., 2007; Mittelman and Bartels, 2014). However, to date, there
has not been a broad review considering the effectiveness of counselling for people
with dementia and/or their care-givers. Existing reviews have focused exclusively on
family care-givers (e.g. Gallagher-Thompson and Coon, 2007) or people with
dementia (Cheston and Ivanecka, 2017). The present review updates, integrates
and adds to the knowledge base by applying a specific focus on interventions
that deliver counselling interventions to people with dementia and/or their care-
givers (excluding group settings).

For the purpose of this review, counselling and psychotherapy refer to generally
the same activity, defined as a ‘therapeutic encounter’ between two persons, adopt-
ing a person-centred approach (Rogers, 1959; Lago and Charura, 2016). However,
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we do acknowledge that these two terms in the wider field of therapeutic practice
are sometimes also used to mean different activities, as recognised by professional
bodies. Considering the range of counselling and/or psychotherapeutic interven-
tions, we have reported interventions in three categories: those delivered to people
with dementia, to care-givers and to both. These are further separated by the type of
counselling approach, as a number of systematic reviews have analysed the effects of
counselling as a generic form of treatment and do not differentiate between psycho-
logical approach (Hill and Brettle, 2005).
Therefore, the present review examined the following research questions:

(1) Are counselling/psychotherapeutic interventions effective for people with
dementia?

(2) Are counselling/psychotherapeutic interventions effective for care-givers of
people with dementia?

(3) Which modes of delivery are most effective for people with dementia and
care-givers of people with dementia?

Methods

The systematic review was performed according to the PRISMA statement (Moher
et al., 2009). The protocol is registered with the PROSPERO international prospect-
ive register of systematic reviews (CRD42019126977).

Inclusion and exclusion criteria

Studies that described or evaluated a therapeutic counselling intervention for people
with dementia and/or their family care-givers were included. Studies were excluded
if they: (a) were not primary research; (b) described a group-based counselling
intervention only; (c) did not report participant outcomes; (d) did not provide suf-
ficient description of the intervention; (e) described an intervention for formal
care-givers only (i.e. health-care staff); or (f) were multicomponent interventions,
including components other than counselling.

Search strategy

A systematic literature search was conducted in MEDLINE (via PubMed), PsycINFO
and CINAHL in March 2019. Keyword searches were employed with terms related to
dementia, counselling and intervention outcomes (with terms relevant to family
carers added in a secondary search) combined with Boolean operators to join related
terms together (e.g. dementia OR Alzheimer’s OR ... AND counsel* OR psychother-
apy OR ... AND wellbeing OR ...). The full search strategy is presented in Table 1.
Search parameters were applied to limit papers from 2000 to 2019. Reference lists of
included papers were manually searched to identify further studies.

Study selection
All database hits (N =10,261) were downloaded into reference management soft-
ware EndNote X7 (Thomson Reuters), and duplicate entries were removed (for
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Table 1. Search strategy used for databases

1. dementia or Alzheimer’s or cognitive impairment or cognitive dysfunction AND counsel* or
psychotherap* or therapy or therapeutic intervention AND care* or family or informal care* or
spouse or relative AND quality of life or quality of relationship or cognition or depression or
anxiety or agitation or behaviour or sense of self or wellbeing or personhood or coping or
BPSD or benefit or effect or impact or effectiveness

1. dementia or Alzheimer’s or cognitive impairment or cognitive dysfunction AND counsel* or
psychotherap* AND care* or family or informal care* or spouse or relative AND quality of life
or quality of relationship or cognition or depression or anxiety or agitation or behaviour or
sense of self or wellbeing or personhood or coping or BPSD or benefit or effect or impact or
effectiveness

1. dementia or Alzheimer’s or cognitive impairment or cognitive dysfunction AND counsel* or
psychotherap* AND quality of life or quality of relationship or cognition or depression or
anxiety or agitation or behaviour or sense of self or wellbeing or personhood or coping or
BPSD or benefit or effect or impact or effectiveness

Note: BPSD: behavioural and psychological symptoms of dementia.

the PRISMA flow diagram, see Figure 1). Titles and abstracts of all articles were
reviewed by two authors to identify potentially eligible articles for inclusion.
Papers excluded at this stage were independently reviewed by a third author to
ensure consensus. Two authors then completed a full-text review of all remaining
articles, and those failing to meet the inclusion criteria were excluded. Included
papers were then reviewed by all authors to ensure consensus was reached.
Included studies are summarised in Tables 24, grouped by those delivered to peo-
ple with dementia, care-givers and both.

Quality assessment

All included papers were subject to a quality review using criteria developed by
Caldwell et al. (2005) and the Critical Skills Appraisal Programme (2014), adapted
by Surr et al. (2017). This quality review considers whether: (a) the research aims
are clearly stated; (b) ethical issues are addressed (i.e. informed consent, confiden-
tiality, withdrawal); (c) the methodology/study design is appropriate and justified;
(d) the sample size, selection and description are appropriate; (e) the methods of
data collection are appropriate, reliable and valid; (f) the methods of data analysis
are reliable and valid, and (g) the findings and discussions are clearly stated and
appropriate. This provided a description of the quality of the available evidence
base, as part of the analytic process. Each individual paper was assessed, with a
maximum possible quality score of 14. Papers with an overall rating of ‘high’ scored
11-14 and met all/majority of the criteria to an adequate level. Papers with a rating
of low’ scored < 5, suggesting the authors met few of the research quality criteria.
[ES and CS] independently assessed and rated the included studies and compared
scores to ensure agreement. Itemised quality scores for each paper are presented in
Tables 2-4.
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Figure 1. PRISMA diagram of paper selection process.

Analysis

The heterogeneity of intervention strategies and treatment outcomes prohibited
use of meta-analysis. Data were extracted from the papers using an extraction
table. Comparable information included research methodology, counselling
approach/philosophy, mode of delivery, frequency and duration, and outcomes of
the intervention. A narrative synthesis was used to categorise studies by recipient,
and further by intervention type. Consistent with Gallagher-Thompson and
Coon (2007), studies were identified that fell within one of two categories:
psycho-educational skill-building or psychotherapy/counselling. To be included
in the psycho-educational skill-building category, the intervention was required
to increase knowledge of dementia and explore coping skills. To be included in
the psychotherapy/counselling category, the intervention was required to have an
emphasis on the therapeutic alliance rather than psycho-educational skill-building.
Within this category, we distinguish between psychological approaches. Inductive
analysis was conducted, with [ES] reflecting on the key findings and their implica-
tions for practice and research, which was then drawn together to develop a narra-
tive around the effectiveness of counselling interventions, considering both the
process and the outcomes.
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Table 2. Individual study characteristics for interventions delivered to people with dementia

Frequency
Counselling Mode of and Quality
Author Design Country Setting N Participants intervention delivery duration Follow-up rating
Burnsetal. RCT UK Community-based 40 Individual Psycho-dynamic Face-to-face 50 min, 6 weeks 7
(2005) pwd pwd interpersonal once per and 3
sessions week, 6 months
weeks
Carpenter Case series USA Nursing home 3 Individual R-E-M Face-to-face  20-30 min, 1and 2 5
et al. pwd pwd Psychotherapy 16 sessions, months
(2002) sessions usually
twice per
week
Scholey Single-group UK Not specified 7 Individual Cognitive therapy  Face-to-face 8 sessions None 5
and Woods  repeated pwd pwd
(2003) measures sessions
Tappen Two-group USA Care facility 30 Individual Therapeutic Face-to-face 30 min, None 9
and repeated pwd pwd conversation three times
Williams measures sessions per week, 16
(2009) weeks

Notes: RCT: randomised controlled trial. UK: United Kingdom. USA: United States of America. pwd: people with dementia. R-E-M Psychotherapy: Restore-Empower-Mobilise Psychotherapy. min:
minutes.
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Table 3. Individual study characteristics for interventions delivered to care-givers of people with dementia

Counselling Frequency and Quality
Author Design Country Setting N Participants intervention Mode of delivery duration Follow-up rating
Behrndt RCT Germany Community-based 359 Individual Client-centred and Telephone Up to 3 phone 6 months 14
et al. pwd- cg sessions  solution-oriented calls lasting
(2019) carer one hour, 6
dyads months
Hamilland  Case study UK Community-based 1 cg Individual Cognitive analytic Face-to-face 16 sessions, 3 months 2
Mahony cg sessions  therapy plus follow-up
(2011) session at 3
months, 6
sessions a year
later
Jimenez Case study USA Community-based 1 cg Individual CBT Face-to-face 4 sessions over  None 3
and Gray cg sessions 2 months
(2006)
Kazmer Qualitative USA Community-based 7 Individual Faith community Face-to-face 12 x 1-hour None 11
et al. nurses, cg sessions nurse-led sessions,
(2018) 7cg cognitive-behavioural biweekly over
and spiritual 6 months
counselling
Losada Randomised Spain Community-based 135 cg Individual Cognitive-behavioural ~ Face-to-face 80 min, 8 6 months 13
et al. clinical trial cg sessions weekly
(2015) sessions for 2
months
Meichsner RCT Germany Community-based 33 cg Individual Cognitive-behavioural ~ Telephone 7 x 50-min None 11
et al. cg sessions sessions over 3
(2016) months
Meichsner ~ RCT Germany Community-based 37 cg Individual Cognitive-behavioural  Internet-based Planned 5 months 12
etal. cg sessions communication duration of 8
(2018) weeks, 1
message per
week
(Continued)
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Table 3. (Continued.)

Counselling Frequency and Quality
Author Design Country Setting N Participants intervention Mode of delivery duration Follow-up rating
Meichsner RCT Germany Community-based 273 cg Individual Cognitive-behavioural ~ Telephone 50-min 6 months 14
et al. cg sessions sessions over 6
(2019) months
Meichsner RCT Germany Community-based 273 cg Individual Cognitive-behavioural ~ Telephone 12 x 50-min 6 months 14
and Wilz cg sessions sessions over 6
(2018) months
Sabat Case study USA Community-based 1 cg Individual Education, Email Averaging None 5
(2011) cg sessions  counselling and communication, approximately
psycho-social support  occasional 38 emails per
face-to-face month over 3

years
Topfer RCT Germany Community-based 273 cg Individual Cognitive-behavioural ~ Telephone 12 x 50-min 6 months 14
and Wilz cg sessions sessions over 6
(2018) months
Van Mierlo  Single-group ~ The Community-based 54 cg Individual Coaching providing Telephone Approximately None 11
et al. repeated Netherlands cg sessions  emotional, social and 10 x 30-min
(2012) measures practical support calls, one

every 2-3

weeks
Williams Controlled USA Community-based 116 cg Individual Video-based coping Video modules 2 modules per 3 and 6 13
etal. clinical trial cg sessions  skills and telephone week months
(2010) coaching
Wilz et al. RCT Germany Community-based 105 cg Individual Cognitive-behavioural  Telephone 7 x 60-min 2 years 14
(2017) cg sessions sessions, 3

months
Wilz et al. RCT Germany Community-based 273 cg Individual Cognitive-behavioural  Telephone 12 x 50-min 6 and 12 14
(2018) cg sessions sessions, 6 months

months

Notes: RCT: randomised controlled trial. UK: United Kingdom. USA: United States of America. pwd: people with dementia. min: minutes.
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Table 4. Individual study characteristics for interventions delivered to both people with dementia and care-givers of people with dementia

Frequency
Counselling Mode of and Quality
Author Design Country Setting N Participants intervention delivery duration Follow-up rating
Clarke Case study USA Community-based 1 cg Individual cg Wellness-based Face-to-face 12 sessions None 2
et al. sessions, 1-2 counselling over 6
(2016) couple months
sessions, 1-2
family
sessions
Fauth Single-group USA Community-based 294 2 individual New York University Face-to-face 6 sessions, 4, 8 and 12
etal. repeated cg cg sessions, 4 Caregiver Intervention ranged from 12
(2019) measures family 30 to 120 months
sessions min
Joling RCT The Not specified 192 2 individual Based on Face-to-face 6 sessions 3,6,9 and 14
et al. Netherlands cg cg sessions, 4 psycho-education, and 12
(2013) family problem-solving telephone months
sessions techniques
Kiosses RCT USA Community-based 74 Individual Based on Face-to-face 50 min, None 12
et al. pwd pwd sessions,  problem-solving once per
(2017) cg could join therapy week, 12
weeks
Kiosses Randomised USA Community-based 30 Individual Based on Face-to-face 50 min, None 12
et al. clinical trial pwd pwd sessions,  problem-solving once per
(2010) cg could join therapy week, 12
weeks
Kiosses Randomised USA Community-based 74 Individual Based on Face-to-face 50 min, None 13
etal. clinical trial pwd pwd sessions,  problem-solving once per
(2015a) cg could join therapy week, 12
weeks
Kiosses RCT USA Community-based 36 Individual Based on Face-to-face 50 min, None 13
et al. pwd pwd sessions,  problem-solving once per
(2015b) cg could join therapy week, 12
weeks
(Continued)
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Table 4. (Continued.)

Frequency
Counselling Mode of and Quality
Author Design Country Setting N Participants intervention delivery duration Follow-up rating
Kiosses Case studies USA Community-based 2 pwd  Individual Based on Face-to-face 50 min, None 10
et al. pwd sessions,  problem-solving once per
(2011) cg could join therapy week, 12
weeks

Stanley Pilot RCT USA Community-based 32 Individual Peaceful Mind: Face-to-face Once per 3and 6 13
et al. pwd pwd sessions,  cognitive-behavioural and week, 12 months
(2013) cg could join based telephone weeks
Staubo Case studies Norway Community-based 2 pwd  Individual Cognitive-behavioural Face-to-face Once per None 11
et al. pwd sessions; week, 11
(2017) cg attended weeks

every second

session
Tonga Case studies Norway Community-based 3 Individual Multi-modal Face-to-face 11 sessions None 10
etal. pwd, pwd sessions psychotherapy
(2016) 3cg and dyad

sessions
Waldorff RCT Denmark Memory clinics 330 Individual Danish Alzheimer Face-to-face Up to 7 6 and 12 13
et al. pwd, pwd and cg Intervention and sessions months
(2012) 330 sessions, telephone during 8-12

cg dyad sessions months

Notes: RCT: randomised controlled trial. USA: United States of America. cg: care-givers. pwd: people with dementia. min: minutes.
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Results
Study characteristics

Thirty-one papers were included in the review (for study characteristics, see
Tables 2-4). Table 5 reports the demographics of participants, grouped by delivery
to people with dementia, to care-givers of people with dementia or to both.

Counselling interventions for people with dementia

All of the interventions delivered to people with dementia were included in the psy-
chotherapy/counselling category. Those undertaking the interventions utilised a
variety of psychological approaches, including cognitive (Scholey and Woods,
2003); psycho-dynamic (Burns et al, 2005) and person-centred (Tappen and
Williams, 2009). Carpenter et al. (2002) delivered R-E-M (Restore-Empower-
Mobilise) Psychotherapy, which combines psychological approaches, including
cognitive-behavioural, humanistic, psycho-dynamic and interpersonal perspectives.

Scholey and Woods (2003) delivered cognitive therapy interventions for seven
individuals with dementia (diagnosis not specified) and depression. Therapy ses-
sions were structured based upon the model by Beck (1979), with some modifica-
tions for adults with cognitive impairment (e.g. the therapist regularly summarised
materials). Statistically significant changes in depression were found post-
intervention. Although these changes were modest, and the quality of this study
is low, these findings provide an indication that cognitive therapy may be beneficial
for people with dementia.

Burns et al. (2005) assessed whether psycho-dynamic interpersonal therapy
could benefit cognitive function, mood and global wellbeing compared to usual
care for 40 individuals with mild Alzheimer’s disease. No improvements on out-
come measures were reported, which may be attributable to the low dose’ of treat-
ment, offering only six sessions to the participants (Burns et al., 2005). However,
other studies identified in this review offered an alternative approach to counselling
for six sessions and indicated positive results (e.g. Fauth et al., 2019), suggesting the
findings may be attributable to the approach adopted.

Tappen and Williams (2009: 270) described their intervention as Therapeutic
Conversation, which ‘provides the opportunity to share feelings and concerns
with a skilled listener who can understand their attempts to communicate’.
While the authors found improvements in affect and depression when compared
to the control group, the study had a series of methodological limitations, including
a small sample size and relatively poor standard of reporting. However, the levels of
cognitive impairment ranged from mild to severe, suggesting the approach is
appropriate across various severities of dementia. Despite this, data were not strati-
fied by severity of dementia, therefore it is not possible to know whether this was
comparably effective regardless of severity.

Carpenter et al. (2002) delivered R-E-M Psychotherapy to three individuals with
mild to moderate dementia (diagnoses not specified). The scores in depression
decreased for participants and were at their lowest point at therapy termination.
However, this study was rated as low quality, and included a small sample size
which cannot be generalised. The intervention remains untested with those with
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Table 5. Demographics of participants, grouped by delivery to people with dementia, to dementia care-givers or to both S
Author Intervention type N Caring relationship (N) Type of dementia (N) Severity of dementia (N)
les]
Delivered to participants with dementia (N =4): 2]
Burns et al. (2005) Psycho-dynamic 40 AD MMSE score (20-25) 5
therapy =]
—+
Carpenter et al. (2002) R-E-M Psychotherapy 3 NS MMSE score (>10) :‘
Scholey and Woods (2003) Cognitive therapy 7 NS MMSE score (20-30) 8
Tappen and Williams (2009)  Therapeutic 30 AD MMSE score (25 or less)
conversation
Delivered to dementia care-givers (N = 15):
Behrndt et al. (2019) Psycho-educative 359 Spouse (95), parent (243), NS NS
other (21)
Hamill and Mahony (2011) Cognitive-based 1 Spouse NS NS
Jimenez and Gray (2006) Cognitive-based 1 Daughter NS Mild
Kazmer et al. (2018) Cognitive-behavioural 7 NS NS NS
Losada et al. (2015) CBT/commitment 135 Spouse (55), parent (68), AD (93) GDS score (4.83-5.04)
therapy other (12)
Meichsner et al. (2016) Cognitive-behavioural 33 Spouse (23), parent (10) NS Moderately severe (18.2%),
severe (51.5%), very severe
(18.02%)
Meichsner et al. (2018) Cognitive-behavioural 39 Spouse (26), parent (13) AD (20) Moderately severe (13),
severe (12)
Meichsner and Wilz (2018) Cognitive-behavioural 273 Spouse (165), parent (104), AD (123), VaD (30), GDS: very mild (1), mild

other (4)

frontotemporal dementia
(14), mixed or unknown (105)

(9), moderate (105), severe
(101), very severe (56)


https://www.cambridge.org/core/terms
https://doi.org/10.1017/S0144686X2000135X
https://www.cambridge.org/core

XSE L000ZX9891 105/ L0 L 01/B10"10p//:5d1y *Sw1/2103/610°06pLIqUIEY MMM//:SA1IY 18 B|gE|IRAR BSN JO SW3)

240D abpliquie) ayy 03 193[qNs ‘££:2Z:60 38 0Z0Z 390 LZ U0 ‘0EL°07L'2Z 9f :SSAIppPe dI "2403/6.10"a6pliquies:mmm//:sdiy woly papeojumod

Meichsner et al. (2019) Cognitive-behavioural 273 See Meichsner and Wilz See Meichsner and Wilz (2018)  See Meichsner and Wilz
(2018) (2018)

Sabat (2011) Counselling/education 1 Spouse NS Mild

Topfer and Wilz (2018) Cognitive-behavioural 273 See Meichsner and Wilz See Meichsner and Wilz (2018)  See Meichsner and Wilz
(2018) (2018)

Van Mierlo et al. (2012) Telephone coaching 54 Spouse (28), parent (22), NS GDS score (mean=3.9)
other (4)

Williams et al. (2010) Psycho-educative 116 Spouse (47), parent (58), NS NS
other (11)

Wilz et al. (2017) Cognitive-behavioural 105 Spouse (53), parent (52) AD (42), VaD (18), unknown GDS score (5+)

(45)
Wilz et al. (2018) Cognitive-behavioural 273 See Meichsner and Wilz See Meichsner and Wilz (2018)  See Meichsner and Wilz

Delivered to people with dementia and their care-givers (N =12):

(2018)

(2018)

Clarke et al. (2016) Wellness counselling lcg 1 Spouses AD NS
pwd

Fauth et al. (2019) Tailored counselling 294 cg Spouses (89.8%) NS GDS (mean =4.8)

Joling et al. (2013) Tailored counselling 192 Spouses (181) NS MMSE score (21-22)
dyads

Kiosses et al. (2010) PATH 30 pwd, Spouse (3), parent (4), other NS Mild (based on MMSE
19 cg (12) score)

Kiosses et al. (2011) PATH 2 pwd Family friend (1) AD (1), vaD (1) MMSE score (24-27)

Kiosses et al. (2015a) PATH 74 pwd Parent (65.7%), spouse NS Mild (24) moderate (15),

(14.3%), other (20.0%)

based on DRS
(Continued)
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Table 5. (Continued.)

Author Intervention type N Caring relationship (N) Type of dementia (N) Severity of dementia (N)
Kiosses et al. (2015b) PATH 39 pwd NS NS Mild to moderate (DRS)
Kiosses et al. (2017) PATH 74 pwd NS NS Mild to moderate (DRS)
Stanley et al. (2013) Cognitive-behavioural 32 pwd NS AD (20), VaD (3), other (8) Very mild or mild (15),

moderate (17) based on
CDR
Staubo et al. (2017) Cognitive-behavioural 2 pwd Spouses (2) AD (2) NS
Tonga et al. (2016) Cognitive-behavioural 3 pwd Spouse (2), friend (1) AD (3) MMSE score (20-27)
Waldorff et al. (2012) Tailored counselling 330 Spouse (215), parent (86), AD (239), AD/VaD (82), Lewy MMSE score (mean =24.1)
pwd, other (29) body (9)
330 cg

Notes: R-E-M Psychotherapy: Restore-Empower-Mobilise Psychotherapy. CBT: cognitive behavioural therapy. PATH: problem adaptation therapy. pwd: people with dementia. cg: care-givers. NS:
not stated. AD: Alzheimer’s disease. VaD: vascular dementia. MMSE: Mini-Mental State Examination. GDS: Global Deterioration Scale. DRS: Dementia Rating Scale. CDR: Clinical Dementia Rating.
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severe dementia and, therefore, it is unclear whether the approach would be suc-
cessful for those individuals.

Overall, four studies offered counselling interventions exclusively to people with
dementia. All four interventions were delivered face-to-face, but the intervention
content varied between studies. However, all of the interventions had a primary
focus on the ‘present’ for the participant, helping individuals to cope with negative
life circumstances and related emotions. Despite the benefits reported, these studies
were rated as low to moderate quality. They consistently had small sample sizes
(ranging from three to 40 people with dementia), and the lack of participant demo-
graphics presented reduced our ability to generalise these findings or understand
whether these findings are likely to be replicated on a larger scale. The majority
of interventions remain untested for those with severe dementia, with current evi-
dence relying heavily on those with mild dementia. The lack of research into these
counselling approaches which are frequently used in practice indicates the need for
further investigation of these interventions.

Counselling interventions for care-givers of people with dementia

Psychotherapy/counselling interventions delivered to care-givers of people with
dementia all adopted a cognitive-behavioural/cognitive-analytic approach (N =11).
Four studies delivered interventions that were included in the psycho-educational
skill-building category.

Psychotherapy/counselling studies

Within the 11 studies that adopted a cognitive-behavioural/cognitive-analytic
approach, only three studies delivered the intervention face-to-face (Jimenez and
Gray, 2006; Losada et al., 2015; Kazmer et al., 2018), to a range of sample sizes
(N =1, 7 and 135 respectively).

Six randomised controlled trials (RCTs) compared a telephone-based, cognitive-
behavioural intervention for care-givers compared to a control group. Two of these
delivered cognitive behavioural therapy (CBT) to support grieving care-givers
(Meichsner and Wilz, 2018; Meichsner et al., 2016) and the remaining four deliv-
ered an intervention called Tele TAnDem, CBT sessions specifically adapted for
family care-givers (Wilz et al., 2017, 2018; Topfer and Wilz, 2018; Meichsner
et al., 2019). One RCT adapted this cognitive-behavioural intervention for delivery
via an internet platform (Meichsner et al., 2018). The majority of these remote-
based cognitive-behavioural interventions (N =6) all reported positive outcomes,
including higher quality of life (Meichsner et al., 2019) and increased ability to
cope (Meichsner and Wilz, 2018; Meichsner et al., 2016, 2018; Topfer and Wilz,
2018; Wilz et al., 2018). However, five of the six studies did not report information
on whether the study was blinded, and one stated the study was non-blinded for
both participants and researchers (Wilz et al., 2018), thus increasing the likelihood
of biased self-reporting and interviewer-induced bias. Conversely, Wilz et al. (2017)
did report blinded assessment and reported long-term intervention effects were
found for a higher quality of life, but not for depressive symptoms.
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Although the rigorous methodology and high-quality scores suggest that tele-
phone or internet-based cognitive-behavioural interventions are beneficial for care-
givers on outcomes such as quality of life and coping, it is possible that a face-to-face
approach is advantageous for decreasing depressive scores. This may be attributable
to the absence of significant results reported by Wilz et al. (2017). For example, one
high-quality study (Losada et al., 2015) indicated that both face-to-face counselling
interventions (CBT and commitment therapy) were superior in reducing depressive
symptoms compared to the control group (a two-hour dementia psycho-educational
workshop and booklet termed ‘minimal support’) post-intervention. Similarly, a
high-quality study (Kazmer et al., 2018) indicated cognitive-behavioural counselling
can improve care-giver depression. Furthermore, two case studies delivered
cognitive-based counselling interventions face-to-face to care-givers (Jimenez and
Gray, 2006; Hamill and Mahony, 2011), and reported that depression and anxiety
scores were reduced.

Although the quality of these studies are low, these findings may suggest that a
face-to-face approach is important for identifying indirect or masked depression
that may not be identifiable over telephone- or internet-based communication.
This is plausible as Meichsner et al. (2016) acknowledged that certain nuances
pointing to indirect grief may not be noticeable during telephone-based communi-
cations. Only verbal aspects of the communication between care-giver and therapist
are available, while non-verbal aspects that can provide valuable insight into emo-
tional reactions are not conveyed.

Cognitive-behavioural/cognitive-analytical was the only reported approach in
the psychotherapy/counselling studies for care-givers of people with dementia,
and thus is supported by the greatest weight of evidence compared to the other
therapeutic approaches. Overall, the findings suggest that this approach is effective
for depression in care-givers of people with dementia, and there is also evidence of
the effectiveness of this approach in enhancing coping abilities within the caring
role. However, it is important for future research to evaluate the perceived partici-
pant satisfaction of various modes of delivery to ensure varying strategies can be
successfully integrated into counselling/psychotherapeutic interventions.

Psycho-educational skill-building studies

Van Mierlo et al. (2012) conducted a pre/post-test design with three groups of
informal care-givers. Two intervention groups received telephone coaching alone
or in combination with respite care, compared to usual care. Care-givers who
received telephone coaching in combination with respite care reported significantly
less burden compared to those who received telecoaching only, and experienced
significantly fewer mental health problems than those who received day care
only. Another high-quality study (Williams et al, 2010) compared video-based
coping skills training with telephone coaching to a wait-list control condition
and investigated the effect of psycho-social and biological markers of care-giver dis-
tress. Compared to the control group, intervention participants showed signifi-
cantly greater improvements in depressive symptoms, anxiety and perceived
stress, and average blood pressure was maintained over the six-month follow-up
period. Moreover, the high quality of these studies provide confidence for the
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validity of their results, suggesting telephone- and internet-based interventions for
care-givers may be beneficial for care-giver burden and coping mechanisms, as sug-
gested in the above category (Meichsner et al., 2016, 2018; Topfer and Wilz, 2018;
Wilz et al., 2018).

Likewise, Sabat (2011) offered frequent email communication to one care-
giver, providing education, counselling and psycho-social support. The care-giver
initially experienced feelings of helplessness, low self-esteem and stress. During
the intervention, Sabat (2011) reported that the participant experienced a ‘flour-
ishing of the self and developed effective communication strategies and under-
standing of the care recipient. However, the methodological approach to
collecting and reporting data was unspecified, with low-quality evidence, so it
is unclear how reliable these findings are, and whether this approach would be
beneficial for others.

Conversely, Behrndt et al. (2019) compared a psycho-educative telephone inter-
vention to control within a large sample of care-givers (N = 359). The intervention
focused on stress reduction, development of self-management strategies and coping
with challenging behaviours. The telephone-based intervention did not signifi-
cantly reduce care-givers’ subjective burden. Although care-givers frequently agreed
that the intervention had helped them to cope better, this intervention was specif-
ically aimed at those caring for people with mild dementia, although no informa-
tion was provided about the individuals for whom the participants cared.
Furthermore, the lack of significant findings may be attributable to the primarily
educative approach. This differs from the flexible coaching (e.g. Williams et al.,
2010; Van Mierlo et al., 2012) that may have been more responsive to the partici-
pant’s individual needs.

In summary, there is substantially more evidence for the benefits of counselling
and psychotherapeutic interventions for care-givers of people with dementia than
for people with dementia themselves. However, the findings suggest that counsel-
ling interventions have an important role to play for care-givers, particularly for
enhancing coping ability within the caring role. More generally, the potential
value of all of the identified interventions for care-givers is underlined by the
fact that when the different categories are evaluated against each other within
this population, the outcomes are not vastly different. Whilst this indicates an
absence of superiority of a particular intervention, it does appear important that
the content is tailored to individual need. Future research should incorporate longer
follow-up periods to determine whether these benefits are maintained in the longer
term.

Counselling interventions for people with dementia and care-givers

When interventions were offered to both people with dementia and their care-
givers, there was large variation regarding who attended the sessions and the avail-
ability of individual, dyadic or family sessions (see Table 4). All of the interventions
delivered to people with dementia were included in the psychotherapy/counselling
category. Those undertaking the interventions utilised cognitive-behavioural
approaches (N =3), problem adaptation therapy (PATH; N =5), person-centred
approaches (N = 3) or wellness-based counselling (N =1).

Downloaded from https://www.cambridge.org/core. IP address: 46.22.140.130, on 21 Oct 2020 at 09:22:37, subject to the Cambridge Core
terms of use, available at https://www.cambridge.org/core/terms. https://doi.org/10.1017/50144686X2000135X


https://www.cambridge.org/core/terms
https://doi.org/10.1017/S0144686X2000135X
https://www.cambridge.org/core

18 E Shoesmith et al.

Three high-quality studies delivered person-centred, tailored counselling inter-
ventions, where participant needs determined the content (Waldorff et al., 2012;
Joling et al., 2013; Fauth et al., 2019). Fauth et al. (2019) reported that quality of
life scores and social support satisfaction increased while family conflict decreased
between baseline and follow-up. Due to the lack of control group, it is difficult to
ascertain whether the positive impacts were detected as a result of the intervention.
There was also a high attrition rate (49%). Conversely, the remaining studies
(Waldorft et al., 2012; Joling et al., 2013) compared a tailored counselling interven-
tion to usual care, and reported no significant differences in quality of life or
depression for either the person with dementia, the care-givers or the dyads collect-
ively. These findings conflict those outlined above that support the benefit of tailor-
ing content to individual need. It is plausible to suggest that tailored content
requires an element of problem-solving or enhancement of coping skills in order
to lead to positive outcomes, which were not incorporated into the current inter-
ventions. Rather, the overarching goals were to improve care-giving ability and
delay institutionalisation for individuals with dementia. Moreover, Waldorff et al.
(2012) delivered up to seven sessions across 8-12 months. This frequency should
consider ongoing changes in participants’ cognitive abilities, and the changing
nature of dyadic relationships, two factors that were not accounted for within
this study.

Five studies from the same research group compared face-to-face PATH to
face-to-face Supportive Therapy (ST) (Kiosses et al., 2010, 2011, 2015a, 20155,
2017). PATH aims to reduce depression and disability by facilitating problem solv-
ing and adaptive functioning, utilising tools to circumvent the behavioural and
functional limitations exacerbated by cognitive impairment (e.g. calendars, check-
lists and notebooks). ST was used as an attention control condition, and focused on
non-specific therapeutic factors, such as facilitating expression of affect and convey-
ing empathy. PATH was frequently reported to be more efficacious than ST in
reducing depression and disability at 12 weeks (Kiosses et al., 2010, 2011, 20154,
2015b, 2017), and was suggested to be suitable for depressed participants with vary-
ing degrees of disability and cognitive impairment. These studies were subjected to
well-controlled trials, compared well-validated, manualised and distinct psy-
chotherapies with monitoring of fidelity to intervention, and utilised standardised
measures. The rigorous designs and high-quality scores provide confidence for the
validity of results, suggesting PATH is beneficial for people with dementia. This
aligns with the findings reported by Carpenter et al. (2002), who also utilised a
problem-solving approach which led to a reduction in depression scores for parti-
cipants with dementia.

Two high-quality studies and one medium-quality utilised a cognitive-behavioural
approach (CBT) for both people with dementia and their care-givers (Stanley et al,
2013; Tonga et al, 2016; Staubo et al., 2017). Stanley et al. (2013) compared a
face-to-face, CBT-based intervention to usual care. At three months, participants
with dementia rated themselves as having higher quality of life, and care-givers
reported less distress. However, from baseline to six months, there were no group dif-
ferences on any self-report outcomes. Staubo et al. (2017) reported that a
cognitive-behavioural-based intervention improved depression and quality of life
slightly for one care-giver, but no changes were found for the second care-giver post-
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intervention. Tonga et al. (2016) delivered cognitive-rehabilitation and cognitive-
behavioural treatment for early dementia. Utilising both qualitative and quantitative
data, depression and anxiety scores decreased post-intervention for both people with
dementia and their care-givers. However, no statistical analysis was provided.
Qualitative data suggested two of three participants with dementia reported
satisfaction with the intervention (Tonga et al, 2016). All three interventions
delivered 11 (Tonga et al, 2016; Staubo et al., 2017) or 12 (Stanley et al., 2013) weekly
sessions. A cognitive-behavioural approach may require a longer interval of time to
facilitate increased learning and practice, to result in sustainable post-intervention
changes. Additionally, Tonga et al. (2016) emphasised the need to adjust the
intervention to people with dementia, tailoring the manual to each individual’s
background, functioning and previous experience.

Lastly, Clarke et al. (2016) delivered wellness-based counselling, based on inten-
tional choices to maximise one’s health across multiple domains. Clarke et al.
(2016) presented a case study of wellness-based counselling delivered to a
participant with Alzheimer’s disease and their spouse. Increases were reported in
the care-giver’s overall wellness, reductions in their stress levels from social support.
However, the breadth of the model and its abstract nature may have confused
participants.

In summary, mixed evidence has been found for interventions delivered to
people with dementia and their care-givers with varying levels of flexibility.
Tailored counselling, where the participants set the content, was anticipated to
improve outcomes, however only one study demonstrated any outcome change.
Problem Adaptation Therapy has shown consistent improvements for depression,
although all these studies are from a single research group. Weaker evidence has
been demonstrated for other CBT interventions and wellness-based counselling,
with reliance on case studies in this area. Several modalities of counselling have
been delivered and evaluated for people living with dementia and their care-givers,
and rather than techniques of the modality itself, the therapeutic relationship
between a professional and the client(s) is thought to be the most important com-
ponent (Lambert, 2013; Paul and Charura, 2014). This is in line with the evidence
reviewed here, where limited studies have been conducted across various modalities,
with inconsistent results in relation to benefits for clients by modality.

Mode of delivery

Face-to-face approaches reported significant changes in outcomes for people with
dementia, across modalities including cognitive-behavioural (Scholey and Woods,
2003), therapeutic conversation (Tappen and Williams, 2009) and problem-solving
(Carpenter et al., 2002). For people with dementia and their care-givers, benefits
from face-to-face approaches were found (e.g. Kiosses et al., 2010); whilst both
face-to-face (e.g. Losada et al, 2015) and telephone and internet-based interven-
tions also led to positive outcomes for care-givers (e.g. Meichsner and Wilz,
2018; Meichsner et al., 2016, 2019). Despite this, there was a lack of detailed infor-
mation regarding the mode of delivery. Thus, it was challenging to separate the
nature and extent of the impact of mode of delivery within interventions for
both participant groups. Research exploring and evaluating the impact that the
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mode of delivery has on process and outcome is required. Future research could be
strengthened by comparing groups that implement interventions using face-to-face
delivery or remote alternatives, in order to provide evidence-based recommenda-
tions regarding how the intervention is best received.

Discussion

There was large variation in the counselling/psychotherapeutic approaches and
modes of delivery identified within this review. Most of the interventions adopted
either a problem-solving or CBT approach, which was effective in reducing depres-
sive symptoms among people with dementia (e.g. Kiosses et al., 2010, 2015a). The
results also suggested that these approaches are effective for care-givers (e.g. Losada
et al., 2015; Wilz et al., 2018), with effects that are maintained over time (Losada
et al., 2015). However, some important considerations emerged. Studies explicitly
discussed the need to use modifications, such as simplifying the materials and shift-
ing focus to behavioural components, to accommodate the cognitive needs of a per-
son with dementia (Stanley et al., 2013; Tonga et al, 2016). Each person with
dementia may need customised modifications based on their cognitive abilities
and needs (Tay et al., 2019), and increased care-giver participation depending on
the level of impairment (Spector et al., 2015). Future research should consider
these modifications to develop a standardised form of CBT for people with demen-
tia, specifically considering issues around an individual’s ability to apply and gen-
eralise the strategies learned to their daily life (Losada et al., 2015).

Few studies identified a tailored approach, despite person-centredness being
endorsed as good practice, encompassing a holistic and personalised ethos
(Johnston and Narayanasamy, 2016; Oyebode and Parveen, 2019). Those that did
identify a tailored approach operated through identifying situations that led to
negative emotions, such as memory problems and social isolation, and targeting
these (e.g. PATH; Kiosses et al., 2015). However, several high-quality studies that
delivered a tailored intervention were excluded due to analysing data collected
from pre-2000 (e.g. Mittelman et al., 2004a, 2004b, 2007). These studies reported
significant improvements in self-rated physical health, depression and care-givers’
reaction to the care recipient compared to those in the control group (Mittelman
et al.,, 2004a, 2004b, 2007). This may be attributable to the tailored, personalised
nature of the intervention and the opportunity to learn skills or develop psycho-
social coping resources for use within the care-giving role.

Psycho-dynamic interventions with individuals with dementia remain virtually
untested through controlled clinical trials. Support for the utility of this approach
tends to be drawn from anecdotal evidence and authors acknowledge that the
approach has not been validated with this population (Burns et al., 2005). Future
research is required to establish attitudes towards and address the efficacy of
psycho-dynamic interventions for people with dementia and/or their care-givers,
and additional clinical evidence should be presented before this approach is
adopted more widely.

Face-to-face approaches appeared to have a bigger impact on outcomes such as
depression and anxiety for both the person with dementia and their care-givers,
across modalities. When delivering an intervention face-to-face, certain nuances
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indicating masked or indirect depression/anxiety may be more identifiable.
Additionally, to date, telephone and internet-based interventions remain untested
with people with dementia and it remains unclear whether this mode of delivery
would be beneficial for those with dementia, who are likely to have communication
difficulties (Burgio et al., 2000). Moreover, novel technology-driven interventions
did not appear to adopt a holistic view of the health of family care-givers and
their care recipient, but rather focused on psycho-education and developing or
improving care-giver coping strategies (Jackson et al., 2016). While there is evidence
that telephone- or internet-based counselling can reduce depressive symptoms for
care-givers of people with dementia (Lins et al., 2014), this needs to be further vali-
dated by evaluating efficacy through robust RCTs. However, it is currently difficult
to ascertain the nature and extent of the impact of mode of delivery and future
research should compare these different modes of delivery (Elvish et al., 2013).

In addition to providing support, care-givers were often present to gain
psycho-education about dementia and to assist the participant to practise the skills
learned in the session (Stanley et al., 2013; Spector et al., 2015). Offering increased
quality and quantity of homework for people with dementia and their care-givers
may increase the likelihood of treatment-related benefits (Losada et al., 2015), par-
ticularly for those struggling with short-term memory problems associated with
dementia. Understanding these dyadic relationships, in order to provide support
for both partners, is essential to offering effective interventions, and guidance for
practitioners is needed.

People with dementia have highlighted three specific target areas that should be
focused on within psychotherapeutic interventions (Birtwell and Dubrow-Marshall,
2018). Loss of both abilities and a sense of identity are common amongst people
with dementia. Previous evidence has demonstrated that identity is able to be
reclaimed for people with dementia (Gillies and Johnston, 2004). Although, a
focus on incorporating a new identity as a person with dementia, restructuring cog-
nitions to normalise the condition, may help individuals to adjust (Lee et al., 2014).
Individuals who are unable to accommodate this are more likely to experience dis-
tress (Lee et al., 2014). The second target area, coping mechanisms, is known to be
crucial when adjusting to living with dementia (Lee et al., 2014). Psychotherapeutic
interventions can improve everyday functioning by targeting unhelpful and mal-
adaptive thinking patterns and helping individuals to develop coping behaviours
(Hendriks et al., 2008). Strategies such as behavioural activation could be used,
which encourages clients to engage in situations and activities with specific goals
that lead to positive reinforcement (Cully and Teten, 2008). This would help indi-
viduals to break a cycle of maladaptive coping strategies and develop individualised
coping mechanisms (Cully and Teten, 2008), which may need to be practical as well
as emotional (Lee et al., 2014). Within dementia, this is particularly prominent, as
both people living with the condition and their family members tend to compare
and ruminate on life pre-diagnosis and may need support to accept the diagnosis
(Lee et al., 2014). The third target area, support, incorporated the need for inclu-
sion, reduction of perceptions of loneliness and developing cognitions of hope
(Birtwell and Dubrow-Marshall, 2018). Counselling and psychotherapeutic inter-
ventions offer the opportunity to explore these areas, helping individuals to under-
stand their condition and address any support-related fears (Lee et al, 2014).
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However, within the current research, there is limited consistency in the outcomes
targeted by interventions and detail provided to establish whether these areas high-
lighted by people with dementia are consistently being considered or included
within therapeutic interventions. For the research area to develop, an understand-
ing of the feasibility of such interventions, appropriate outcomes and expected
levels of change needs to be developed.

However, despite these promising findings for the benefits of counselling and
psychotherapeutic interventions for people with dementia, the majority remain
untested for those with more severe dementia. Interventions for those with severe
dementia were consistently delivered exclusively to care-givers rather than the indi-
vidual themselves (i.e. Meichsner et al., 2016). We recommend a person-centred
approach is taken, when designing future research studies, which does not exclude
those with more severe dementia based on diagnosis, but instead seeks to
understand whether psychological interventions are appropriate for this
population. This may include exploring attitudes towards such interventions, the
ability of individuals to develop and maintain a therapeutic relationship, and
identifying appropriate outcomes for managing change.

Inconsistencies were also demonstrated in whether follow-up data were collected
and, if so, the frequency and length of follow-up. Of the 31 studies included in this
review, 15 did not report any follow-up period. The remaining studies reported
follow-up periods ranging from six weeks to two years. Inconsistences were also
found for whether any changes reported at the end of the intervention were main-
tained by follow-up, particularly if data were collected at more than one follow-up
period. Further work should be conducted to develop an in-depth understanding of
how outcomes changed for individuals over time within the existing literature, to
identify the most appropriate follow-up period for establishing meaningful change.

This review builds on a small number of existing reviews that have considered
psychotherapeutic interventions for people with dementia and/or care-givers. In
line with these reviews, reductions in outcomes associated with negative mood,
such as depression, were found for people living with dementia (Orgeta et al.,
2014; Cheston and Ivanecka, 2017). Whilst some existing reviews have examined
psycho-social interventions more broadly, where counselling and psychothera-
peutic interventions may form a number of these (e.g. Gallagher-Thompson and
Coon, 2007), our review has greater specificity, particularly when considering
modality, which arguably offers more utility for practice.

Limitations

For many studies identified in this review, there was an inadequate clarification of
study design and intervention description, indicating that future research is
warranted to improve the evidence base, ensuring high-quality research is con-
ducted. The lack of quality in many of the studies identified in this review indicated
the absence of essential information for replicability, and very few reported robust
findings for people living with dementia. This limited the depth of the research
questions we could have asked, e.g. the appropriateness and effectiveness of
interventions for those affected by increasing severity of cognitive impairment.
Due to the large variation in intervention approach, outcome measures and sample
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sizes, it was challenging to draw comparisons between studies and did not permit
meta-analysis to be conducted, which would have helped guide both research and
practice. Furthermore, there was a lack of clarity around the type and severity of
dementia in each study. For some studies, participant diagnoses were also not
reported, resulting in difficulties describing the samples and drawing comparisons
between them. Specifically, to establish the effectiveness of counselling across the
lifespan of dementia, greater understanding of the cognitive impairment that par-
ticipants experience, and how this affected delivery of the intervention, is required,
which was not considered in any study within the present review. Aspects of differ-
ence should be considered in every therapeutic relationship, and we identified lim-
itations in the studies presented in this review as they did not address the potential
impact of client differences (such as culture, gender, ethnicity, comorbidities and
class). This is particularly important as the maintenance of a therapeutic relation-
ship is key to effective counselling (Paul and Haugh, 2008), and how dementia
affects this is currently unknown. To date, this information has not been regularly
provided, meaning that replication is not possible.

Recommendations for research and practice

Working with professional bodies to fund and disseminate research findings for
both practice-based and evidence-based practice will enhance awareness of this
important yet underacknowledged and underresearched area. Additionally, generic,
core and specialist competencies should be developed to ensure that therapists are
appropriately qualified to deliver interventions to people living with dementia (see
Roth et al., 2009). These should be developed with people with dementia and their
families, to ensure that the voice of those with lived experience is reflected. For
example, working with those who may have cognitive difficulties, as well as fluctu-
ation in cognitive abilities and capacity, can provide challenges to therapists. These
challenges are not addressed even in the generic or core competencies for thera-
peutic work. For example, one of the interventions reported in the present review
required only attendance at an eight-hour training session before qualified
cognitive-behavioural therapists could deliver this (Wilz et al., 2018).

When evaluating psychotherapeutic interventions for with people with demen-
tia, authors should report as a minimum their specific diagnosis and severity of
dementia and, where possible, provide evidence of performance on cognitive
assessments. This is particularly important as some evidence has demonstrated
that therapy is not without contraindications, e.g. individuals may deteriorate as
a result of therapy (Cooper, 2008). Additionally, for care-givers, their relationship
with the individual should be specified in order to understand how this may
vary based on proximity to the person with dementia.

Currently, the evidence base includes studies with small sample sizes, including
N =1. Whilst limited robust conclusions about effectiveness can be drawn from
these studies, they are able to offer a unique and in-depth insight into the lived
experience of people with dementia. Thus, they contribute towards the develop-
ment of knowledge, providing a foundation for larger and more robust studies to
be conducted. Future research should now test the effectiveness of counselling
and psychotherapeutic interventions on a larger scale, using robust methods,
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such as RCTs, to provide more definitive evidence for the effects of these interven-
tions for people with dementia. Specifically, RCTs should be conducted that com-
pare modalities and modes of delivery, to establish the most effective and
cost-effective mode and modality, for people with dementia and their care-givers.
It is important to acknowledge that this may not be consistent across these groups,
and even within sub-groups, e.g. differential diagnoses of dementia or those living
alone, or in rural compared to urban areas. These studies should incorporate a pro-
cess evaluation to consider intervention context, implementation, mechanisms of
impact and outcomes for participants (Moore et al., 2015). In the more immediate
timeframe, qualitative work should be conducted to establish attitudes towards
these interventions amongst people with dementia and their families, to understand
how acceptable these interventions and their expected outcomes are.

Conclusions

In conclusion, this review has identified a range of therapeutic modalities that have
been delivered to people with dementia and their care-givers. Although grouped
under ‘counselling and psychotherapy’ in this paper, these are varied and include
generic counselling, specific models (i.e. CBT) as well as more tailored approaches.
We found that this range of psychotherapeutic interventions can lead to meaningful
change for people with dementia and their care-givers on a range of outcomes,
including depression, anxiety and quality of life. However, the evidence is inconsist-
ent in terms of outcomes measured and whether change was achieved. Progress in
this research area is limited by the lack of information provided in studies to allow
replicability and understand how participants are affected by dementia (i.e. their
level of cognitive impairment). Furthermore, language use is inconsistent, and
clarity of therapeutic modality-specific interventions is needed, e.g. clarifying the
similarities and differences between counselling, psychotherapy and tailored
approaches. A greater understanding of what meaningful change looks like within
this population is needed before the appropriateness and effectiveness of
counselling for people with dementia is confirmed. Therapists must ensure that
interventions are targeted to the experiences, level of cognitive impairment and
background of participants. Whilst there are limited pharmacological interventions
for people with dementia, psychotherapeutic interventions can offer ongoing
support for those living with the condition.
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