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Appendix E: Evidence tables

E.1 Dementia diagnosis

E.1.1 Dementia diagnosis

¢ What are the most effective methods of primary assessment to decide whether a person with suspected dementia should be referred to a
dementia service?

¢ What are the most effective methods of diagnosing dementia and dementia subtypes in specialist dementia diagnostic services?

Please see appendix P
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E.1.2 Distinguishing dementia from delirium or delirium with dementia
e What are the most effective methods of differentiating dementia or dementia with delirium from delirium alone?

Study details Country/ies
Study type

Aim of the study

Study dates

Sources of funding
Participants Number of patients

Inclusion criteria
Exclusion criteria

Eligible participants
characteristics

Tests Type of test
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Montreal, Canada

Secondary analyses of two concurrent studies on delirium: a non-experimental prospective study of
delirium prognosis and a RCT for delirium management

To examine the prevalence and patterns of symptoms of delirium among elderly delirious medical
inpatients with or without dementia using the Confusion Assessment Method (CAM) and the Delirium
Index(Dl) to rate the severity of delirium.

Not stated

Not stated

262 patients (excluding non-cognitively impaired patients)

Patients were 65 years and over, and admitted to a medical ward from the emergency department
o Stroke patients

¢ Patients admitted to oncology, intensive care or coronary care units and not transferred to a medical
ward within 48hrs

e Patients transferred to long-term care, transferred or discharged

e Patients that refused screening, were previously enrolled in study, missed or lived outside the area
¢ Patients who did not speak English of French

128 patients with delirium (DSM-III-R criteria positive for delirium)

40 patients with delirium superimposed on dementia

94 patients with dementia

(non-cognitively impaired patients were excluded as they did not match the population of interest)

Mean age (SD): 83.8 years (7.1)
No. of men: 96 (37%) (Delirium Dementia, Delirium, Dementia 43.8%, 47.5%, 22.3% respectively)
Confusion Assessment Method (CAM) or Delirium Index (DI)
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Reference standard

Results Prevalence

Comments
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DSM IlI-R for delirium and IQCODE for dementia
Detection of Delirium
Proportion (%) of patients with >5 or >6 symptoms using the CAM

DSM III-R

CAM symptoms

Delirium
superimposed on
Dementia (n= 128)

Delirium (n= 40)

Dementia (n=94)

>5 100 100 39.4
>6 98.4 95 24.5
Total 100 100 100

Proportion (%) of patients with

>2, >3 or >4 symptoms using the DI

DSM III-R
DI symptoms Delirium Delirium (n= 40) Dementia (n=94)
superimposed on
Dementia (n= 128)
>2 91.5 82.5 70.4
>3 77.4 60 42.7
>4 61.0 42.5 15
Total 100 100 100

The non-cognitively impaired patient group was excluded from our analyses as they do not fit the RQ17
research protocol.

Quality assessment

Patient selection: consecutive patients admitted from the emergency room to a medical ward. Of the
1,552 eligible patients screened, 187 were DSM-IIIR positive for delirium, but it is unclear how the non-
delirious group was selected from the remaining patients other than by taking account of age (>70 years)
and Short Portable Mental Status Questionnaire (SPMSQ) scores to match to the delirious group.
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Study details Country/ies
Study type
Aim of the study

Study dates

Sources of funding
Participants Number of patients

Inclusion criteria
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Dementia patients were diagnosed using the IQCODE with a cut off of 3.51 prior to admission.

Index test: The CAM was administered by the study nurse to patients with scores of 3 or more on the
SPMSQ or whose notes indicated delirium. The following week the SPMSQ was repeated daily for
patients scoring <3 on SPMSQ, or >3 but CAM negative. The CAM was repeated if the SPMSQ scores
increased or the nurses’ notes indicated delirium. It is unclear if the nurse knew the results of the DSM IlI-
R or IQCODE tests.

The DI test was carried out within 24hrs of diagnosis test by a trained research assistant who was blind
to the patient’'s DSM- IlI-R diagnosis.

Reference standard: The DSM IlI-R test was used to diagnose the delirious patient groups. It is unclear
who administered this test or when this was done in relation to the other tests.

Flow and timing: The DI test was carried out within 24hrs of diagnosis. The CAM test was repeated in
some patients (see above) and it is unclear how much time elapsed between first diagnosis and
administration of the CAM test.

Of the initial selection of 187 delirious and 174 non-delirious patients 19 delirious and 20 non-delirious
patients were excluded from the study due to missing dementia status details. All patients taking part in
the study were included for analyses.

Kerava, Finland
Prospective cross-sectional study

To evaluate SPMSQ as a tool to identify patients with delirium and dementia in elderly medical inpatients
and within the community.

May- August 1982

Not stated

70 (excluding non-cognitively impaired patients)
Medical inpatients 65 years or over
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Exclusion criteria

Eligible participants
characteristics

Tests Type of test
Reference standard

Results Prevalence

Comments
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Not stated

Of 282 hospital patients 2 refused to take part, 18 had intractable illness or were mentally unfit.

192 patients without mental impairment were excluded from our analyses as they do not match the
population of interest.

23 patients with dementia
41 patients with delirium
6 patients with delirium superimposed on dementia

Mean age (SD): 75.5 years (7.2) (for whole hospital sample)
No. of men: 109 (39%) (for whole hospital sample)
Short Portable Mental Status Questionnaire (SPMSQ)

Multiple factors: diagnostic criteria listed in table 1 in paper plus all medical files and information, and
results of the Dementia Scale.

Numbers of people within each category based on SMPSQ error scores

Reference criteria

SPMSQ Delirium Delirium Dementia
superimposed
on Dementia

<3 0 11 0

<4 2 25

<5 2 34

Total 6 41 23

Community and Hospital dementia patients were recruited, but we only analysed the hospital group as
the community group lacked corresponding delirious and dementia with delirium patient groups for
comparison.

Quality assessment
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Patient selection: consecutively admitted medical inpatients; unclear what constitutes an intractable
illness here as an exclusion criterion.

Index test: Carried out by a research assistant. It is unclear whether they knew the reference diagnosis.
Reference standard: Diagnostic criteria use to obtain reference diagnosis listed in paper and included the
Dementia Scale. No details of the skills of the person conducting the test. Unclear how accurate these
criteria are.

The Dementia patients were further subdivided using clinical data and interviews, with only moderate to
severe groups being classed as demented for the study purposes.

Flow and timing: The SPMSQ was administered by a research assistant on the weekday following
admission. The gap between reference and index test is not stated. All patients taking part in the study
were included for analyses.

Study details Country/ies
Study type
Aim of the study

Study dates

Sources of funding
Participants Number of patients

Inclusion criteria

Exclusion criteria
Eligible participants
characteristics
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Limerick, Ireland
Prospective cross-sectional study

To examine the neuropsychiatric and cognitive profiles of patients with dementia, delirium or dementia
with delirium and to determine which of these features best differentiate between these patients.

October 2011- July 2012
Health Research Board grant: HRA 2011/48
144 (excluding non-cognitively impaired patients)

Patients = 60 years with altered mental state suggestive of a neurocognitive disorder that had been
referred to a psychiatry for later life consultation-liaison service at University Hospital Limerick.

None mentioned

144 patients:
50 patients with delirium
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Tests Type of test

Reference standard

Results Prevalence

© NICE 2018. All rights reserved. See Notice of rights.

32 patients with dementia

62 patients with delirium superimposed on dementia

(32 cognitively intact- excluded from our analyses as they do not match the population of interest)

Mean age (SD): 80.3 years (7.7)
No. of men: 71 (49.4%)

Delirium Rating Scale Revised 98 (DRS-R98), Cognitive Test for Delirium (CTD), Neuropsychiatric
Inventory (NPI-Q) for dementia

Diagnostic and Statistical Manual of Mental Disorders (DSM) IV for delirium or dementia; Informant
Questionnaire on Cognitive Decline in the Elderly- short form (IQCODE-SF) = 3.5 for dementia and
cognitive difficulties

DRS-R98 item severities (% scoring 22)

DRS- DSM IV
R98
Delirium Delirium Dementia
superimposed on (n=50) (n=32)
Dementia (n=62)
Sleep- wake disturbance | 53 73 22
Perceptual disturbances 23 32 6
and hallucinations
Delusions 10 21 9
Lability of affect 33 47 9
Language 23 39 10
Thought process 38 63 22
abnormalities
Motor agitation 25 55 16
Motor retardation 13 20 3
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Orientation 52 37 22
Attention 72 80 31
Short-term memory 69 60 60
Long-term memory 42 42 31
Visuospatial ability 60 70 60
Temporal onset of 54 78 13
symptoms
Fluctuation in symptom 11 26 27
severity
Physical disorder 84 92 33
Frequencies of the NPI severity items
NPI DSM 1V
Delirium Delirium Dementia
superimposed on (n=50) (n=32)
Dementia (n=62)
Delusions 17 12
Hallucinations 21 14
Agitation/aggression 35 23 12
Depression/dysphoria 30 14 14
Anxiety 31 21 16
Elation/euphoria 7 1 2
Apathy/indifference 30 15 9
Disinhibition 18 8 1
Irritability/lability 36 23 11
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Aberrant motor 25 19 9
behaviour
Sleep and night time 32 13 12
disturbances
Appetite/eating 29 16 10
disturbances
Frequencies (%) of the NPI distress items
NPI DSM IV
Delirium Delirium Dementia
superimposed on (n=50) (n=32)
Dementia (n=62)
Delusions 17 12 5
Hallucinations 19 15 4
Agitation/aggression 33 23 12
Depression/dysphoria 28 15 14
Anxiety 28 20 15
Elation/euphoria 6 1 2
Apathy/indifference 27 12 9
Disinhibition 15 8 1
Irritability/lability 33 21 11
Aberrant motor 20 19 9
behaviour
Sleep and night time 31 13 12
disturbances
Appetite/eating 23 16 9
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Comments

disturbances

The control group was excluded from analyses as they were cognitively intact.

The CTD data was not in a format that we could use and was therefore excluded from subsequent
analyses.

NPI severity and distress items were not presented in the GRADE analyses as the sensitivity was < 60%
for every item.

For delirium to be confirmed, the DRS-98 score was considered to be > 15 (on the severity scale) or 18
points (total scale), but the paper did not present the data for the number of patients that met these
criteria for each group, just the mean score per group. As a result we used the available data to analyse
the individual elements of the test (see GRADE table).

Quality assessment

Patient selection: Consecutive referrals enrolled. Exclusion criteria not stated so unclear if all eligible
patients were enrolled or whether selection occurred.

Index test: Assessments were carried out by trained staff, any uncertainties were discussed and a
consensus reached. DRS-98 rated the previous 24hrs, CTD measured cognition at that point in time.
NPI-Q focuses on disturbances over previous month. It is unclear whether the assessors were aware of
the results from the reference tests.

Reference standard: Assessments were carried out by trained staff, any uncertainties were discussed
and a consensus reached. DSM |V diagnosis of delirium was assessed at consultation, independently of
the index tests. Dementia was determined using DSM IV or IQCODE test. Positive diagnosis of both
disorders was observed in patients with comorbid dementia and delirium.

Flow and timing: Cases were diagnosed at consultation using the reference tests then the DSR-R98 and
CTD were administered. NPI-Q and IQCODE were completed on the same day, after consulting family/
carers.

© NICE 2018. All rights reserved. See Notice of rights.
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Study details

Participants

Tests

Results
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Country/ies
Study type
Aim of the study

Study dates
Sources of funding
Number of patients
Inclusion criteria
Exclusion criteria

Eligible participants
characteristics

Type of test
Reference standard
Prevalence

Limerick, Ireland
Prospective cross-sectional study

To examine the neuropsychiatric and cognitive profiles of patients with dementia, delirium or dementia
with delirium and to determine which of these features best differentiate between these patients.

Not stated

Departmental funds from Limerick Mental Health Services
100 (excluding non-cognitively impaired patients)

Patients with altered mental state identified on daily rounds
Not stated

100 patients:

40 patients with delirium

40 patients with dementia

20 with delirium superimposed on dementia

(40 cognitively intact- excluded from our analyses as not cognitively impaired)

Mean age (SD): 73.2 years (10.0)
No. of men: 52 (51.8%)

Delirium Rating Scale Revised 98 (DRS-R98) and Cognitive Test for Delirium (CTD)
Diagnostic and Statistical Manual of Mental Disorders (DSM) IV

CTD component analyses- attention item
Spatial Span forwards (SSF) results using a cut off of <4 points to indicate delirium

DSM IV

Delirium Delirium Dementia
superimposed on (n=40) (n=20)
Dementia (n=40)

11
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Comments

CTD Positive 26 25 3
SSF
Negative 14 15 17
Total 40 40 20

Control patients were excluded from this analyses as they lacked cognitive impairment.
Dementia and dementia with delirium patients were significantly older than delirium patients.

The DRS-98 data and the full CTD test data were not analysed as they were not presented in a useful
format.

Quality assessment

Patient selection: consecutive adult cases receiving care in the palliative care inpatient service

Index test: Trained researchers carried out the tests and any difficult ratings were decided by consensus.
DRS-R98 reviewed the previous 24hrs and CTD measured cognition at that time. CTD responses not
used to rate DRS-R98 items. It is unclear whether the researchers were blind to the DSM IV results or
the results of the other index test.

Reference standard: Comorbid delirium-dementia was defined as the presence of both disorders.
Dementia was diagnosed based on persistent cognitive impairment for at least 6 months prior to
assessment, clinical case note, family/carer input and DMS criteria (unspecified).

Flow and timing: DSM |V diagnosis then DRS-R98 followed by CTD.

Study details

Country/ies

Aim of the study
© NICE 2018. All rights reserved. See Notice of rights.

Italy, Ireland, Portugal and Switzerland. .
Cohort study
To validate the use of a combined test of arousal and attention to identify delirium in elderly patients

12
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Participants

Tests

Results
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Study dates
Sources of funding

Number of patients
Inclusion criteria
Exclusion criteria

Eligible participants
characteristics

Type of test
Reference standard
Sensitivity and Specificity

admitted to hopsital
Not stated

Grant to D. Meagher from the Health Research Board in Ireland; Alzheimer’s Society Clinical training
fellowship for S. Richardson; Wellcome Trust Intermediate Clinical fellowship for D.Davis.

114
Patients > 70 years old who were admitted to 5 acute or rehabilitation hospitals.
Presence of aphasia; history of major stroke; coma at the time of admission; poor vision or hearing.
21 patients with delirium
28 patients with dementia
31 patients with delirium superimposed on dementia (DSD)
34 patients without delirium or dementia
Mean age (SD): 82.6 years (6.5)
No. of men: 52 (45.6%)
Attention test; Observational Scale of Level of Arousal (OSLA) test and the combination of the 2 tests
DSM-5 for delirium and IQCODE or SMMSE for dementia
Delirium (including DSD) versus no delirium (dementia alone and no dementia)
Scale of Level of Arousal | Attention Test (Cut off 3/4)

Combination of tests

(OSLA) (Cut off 3/4) (Cut off 9/10)
Sensitivity | Specificity | Sensitivity Specificity Sensitivity Specificity
85% 82% 90% 64% 84% 97%

DSD versus dementia alone

Scale of Level of Arousal | Attention Test (Cut off 3/4)
(OSLA) (Cut off 3/4)

Sensitivity ‘Speciﬁcity Sensitivity

Combination of tests
(Cut off 9/10)
Sensitivity

‘ Specificity ‘ Specificity

13
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Comments

4% 96% 84% 73% 94% 92%

The attention test alone could not be included in our analysis as we were unsble to calculate a 2x2 table
for the data.(There were 5 missing participants, but we could not match them to a reference diagnosis
with the information provided.)

We were forced to keep the comparisons used in the paper of delirium verusus no delirium (including
dementia no delirium and no dementia no delirium groups) and DSD versus dementia alone as the data
was not presented in a manner that would allow us to alter the comparisons.

Quality assessment

Patient selection: A convenience sample of patients recruited from 5 acute and rehabilitation hospitals
across 4 countries.

Index test: It is unclear whether the clinicians were blinded to the reference diagnosis. For the attention
test the best-performing cut off was used in the absence of a published recommended threshold.
Reference standard: DSM-5 carried out by experienced delirium clinician-researchers using all available
clinical data. In non-delirious patients the SMMSE was used to assess dementia; in delirious patients the
IQCODE was used instead. Unclear whether the clinicians were blind to the index test results.

Flow and timing: The time intervals between diagnostic reference and index tests and the order of such
tests are not explicitly stated. 5/114 participants did not complete the attention test.

Study details Country/ies
Study type
Aim of the study

Study dates

© NICE 2018. All rights reserved. See Notice of rights.

Mississippi, USA.
Case-control study

To validate the revised Delirium Rating Scale (DRS-R98); establish its reliability and ability to assess the
severity of delirium.

5-month period in 1999

14
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Participants

Tests

Results

Comments
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Sources of funding

Number of patients
Inclusion criteria
Exclusion criteria

Eligible participants
characteristics

Type of test
Reference standard
Sensitivity and Specificity

Supported in part by the Mental lliness Research Education and Clinical Centre, Veterans Integrated
Service Network 16 (MIRECC-VISN 16), Department of Veterans Affairs.

37
Patients with delirium, dementia, depression, schizophrenia and other psychiatric disorders
Unwillingness to be psychiatrically assessed.

24 patients with delirium
13 patients with dementia
(Other groups excluded from our analyses were 9 schizophrenic patients, 12 depressed and 10 “other”.)

Mean age (SD): 68.0 years (14.0)

No. of men: 30 (81.1%)

Delirium Rating Scale Revised 98 (DRS-R98) and Cognitive Test for Delirium (CTD)
DSM-IV

Sensitivity and specificity of the DRS-R98 based on receiver operating curve analyses.

Delirium DRS-R98 Total DRS-R98 Severity
versus
Dementia
Cut off Sensitivity | Specificity | Cut off score Sensitivity Specificity
score
17.75 100 85 15.25 100 77
21.5 91 92 17.00 86 92
22.5 91 100

The study did not include a category for patients with delirium superimposed on dementia and it is
possible that comorbid patients were included in either group.

We excluded the depressed, schizophrenic and other psychiatric patients from our analyses.
The CTD data was not presented in a useful format for our analyses.

15
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Quality assessment

Patient selection: Recruited from medical, surgical, rehabilitation and nursing home care in-patient units
at the University of Mississippi Medical Centre affiliated hospitals over a 5- month period. Selected based
on diagnosis into the 5 target patient groups.

Index test: DRS-R98 was carried out by trained study psychiatrists blinded to patient diagnosis. Research
assistants screened cases for suitability. The test covered a 24-hour period. Inter-rater reliability was
examined and found to be very high. The CTD was carried out by a research assistant. It is unclear
whether the research assistants knew the results of the other tests.

Reference standard: DSM-IV carried out by referring service physician using all available clinical data.
Unclear whether they were blind to the DRS-R98 results.

Flow and timing: The time intervals between diagnostic reference and index tests and the order of such
tests are not explicitly stated.

16
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E.1.3 Case finding for people at high risk of dementia
o What are the most effective methods of case finding for people at high risk of dementia?

Study type
Aim

Patient
characteristics

Inclusion/ exclusion
criteria

Intervention

Comparison

Length of follow up
Location

Outcomes measures

Authors conclusion

Additional comments

Cluster RCT

To investigate the diagnostic yield of case finding and its impact on the mental health of patients and carers
People at high-risk of dementia.

In stage 1: 647 people with possible cognitive impairment across 15 primary care practices.

In stage 2: 145 of the patients from stage 1.

Inclusion criteria:

o Stage 1: All older people (= 65 years old) with possible cognitive decline but lacking a formal dementia diagnosis
o Stage 2: People from stage 1 who consented to be included in stage 2 of the trial

Exclusion criteria for stage 2:

e Terminal iliness of patient of informal carer

¢ Permanent admission to a nursing home expected within 6 months

¢ Insufficient understanding of spoken Dutch or inability to communicate

¢ Randomization at practice level.

¢ Intervention Stage 1: training of family physicians to diagnose dementia

¢ Intervention Stage 2: assessment of cognition and functioning by study two practice nurses, with referral for formal diagnosis by a
physician and subsequent care as necessary

Comparator: no additional training for physicians and usual patient care

12 months

Netherlands

¢ Primary outcome: new diagnoses of MCI and dementia

e Secondary outcome: assessment of the effects on the mental health and quality of life of patients and their relatives

The study found a non-significant increase in the number of new MCI and dementia diagnoses. A larger study is indicated to determine
whether there is a clinically relevant effect.

No beneficial or harmful effects of the intervention were detected in stage 2 participants.

© NICE 2018. All rights reserved. See Notice of rights.
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Source of funding

Risk of bias

Limitations:

¢ Only a quarter of the eligible patients agreed to participate in stage 2 of the trial. (A non-response analysis did not detect selective
(non-) response, but it cannot be ruled out.)

o 30% stage 2 intervention group participants were not assessed by the practice nurse.

o Limited adherence of the family physicians to the study protocol- the intervention group physicians did not formally assess all
patients referred to them by the practice nurses.

Governmental grant from the National Care for the Elderly Programme and a grant from the Stoffels-Hornstra Foundation (a non-profit
organisation).
¢ Did the trial address a clearly focused issue? Yes

¢ Was the assignment of patients to treatments randomised? No, randomization was at practice level, but appears to have been well
carried out. Possible issue of selection bias by patients as they had to agree to take part in the second stage of the study, but not
expected to be different to using case finding in real life.

o Were patients, health workers and study personnel blinded? The patients were blind to allocation at stage 2, but physicians and
health workers were not blind to their allocation or the allocation of their patients as this was not possible in a study of this kind of
intervention.

o Were the groups similar at the start of the trial? Yes

¢ Aside from the experimental intervention, were the groups treated equally? Yes, the practices were treated equally otherwise, but
normal practice (usual care) may have varied across practices.

o Were all of the patients who entered the trial properly accounted for at its conclusion? Yes
e Can the results be applied to the population of interest? Yes
e Were all clinically important outcomes considered? Yes

© NICE 2018. All rights reserved. See Notice of rights.
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E.2 Involving people with dementia in decision about care

E.2.1 Barriers and facilitators to involvement in decision making for people living with dementia
o What barriers and facilitators have an impact on involving people living with dementia in decisions about their present and future care?
¢ What barriers and facilitators have an impact on how people living with dementia can make use of advance planning?

Study details e Country/ies where the study was carried out: South Wales, UK
o Study type: In-depth interviews
¢ Aims of the study: When should advance decisions and lasting power of attorney be discussed? How should information regarding advance
decisions and lasting power of attorney be delivered and by whom? How should capacity to execute an advance decision or lasting power of
attorney be determined? Can a care pathway that is acceptable to service users and clinicians be developed?
o Study dates: 2009
¢ Source of funding: Welsh Office for Research and Development

Participants e Sample size: Modelling phase: Two people with symptoms of Huntington’s disease, one carer, one asymptomatic person with who had the
altered Huntington’s disease gene, five clinicians working with individuals with symptoms of the disease, a lawyer with expertise in this area,
a medical ethicist and two advisors employed by the Huntington’s Disease Association.

¢ Pilot phase: Six people with symptoms of Huntington’s disease, nine carers or relatives and four asymptomatic people with the altered
Huntington’s disease gene.

¢ Inclusion criteria: Aged 18 years or over, able to provide informed consent and in active contact with the South Wales Huntington’s Disease
Service.

e Exclusion criteria: None

e Sample characteristics: No further information was provided. However, the investigators wrote: “Theoretical sampling was used to ensure
involvement of females and males, individuals of different ages and experience with different stages of Huntington’s disease.”

Methods A prototype care pathway was developed through an initial modelling phase which was then piloted and evaluated. This led to a second
prototype which was piloted and evaluated leading to the final care pathway.
In-depth interviews of up to 2 hours were used to generate data from stakeholders who were service users or carers. Four focus groups of 1-2
hours with group sizes of between four and eight people were used to generate data from the other stakeholders. Two were conducted in the
modelling phase and one after each pilot phase. Group interaction was encouraged and individuals were asked to clarify why they thought as
they did.
During the first pilot phase, two people with Huntington’s disease and two asymptomatic individuals with the altered Huntington’s disease gene
© NICE 2018. All rights reserved. See Notice of rights.
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completed an advance decision. Two individuals with the disease decided not to complete an advance decision after the initial discussion.
During the second pilot phase, one individual with Huntington’s disease and one asymptomatic individual with the altered Huntington’s disease
gene completed an advance decision. One individual with the disease and one asymptomatic individual with the altered disease gene decided
not to after the initial discussion.

Thematic e Theme 1: (Facilitator) — Providing information is a facilitator to advance care planning for people with Huntington’s disease.

analysis o Finding 1: Some confusion was apparent among people with Huntington’s disease regarding what advance decisions and powers of
attorney are, not least the difference between advance decisions and euthanasia.

o Finding 2: Easy-to-follow, consistent verbal and written information was desired.

“The Huntington’s Disease Association leaflet was actually the best one of all. It gave a lot of information but it’s not too in-depth either.” —
Service user

“The information in the [HDA] leaflet wasn’t patronising. It was straight to the point and it was easy to understand.” — Service user

o Finding 3: Information specific to Huntington’s disease was considered vital, especially regarding percutaneous endoscopic gastrostomy
feeding and choices about location of care to guide future decisions.

o Finding 4: Participants felt that advance decisions would be optimally introduced through offering a leaflet at a clinic appointment with a
brief verbal explanation. An individual could then choose to undergo further verbal education backed up by more detailed written
information.

o Finding 5: in both pilot phases. One individual with Huntington’s disease and their carer described feeling upset for a few days as a result
of discussing end-of-life decisions that resolved without the need for external help. They continued to consider the care pathway important.

e Theme 2: (Facilitator) — A facilitator for advance planning is having an established therapeutic relationship with an expert in Huntington’s
disease. This was a dominant theme.

“I think it helped me having someone that | know explain these things to me. It needs to be somebody who’s caring when you talk to them. It’s
a major thing to think about really... | think somebody who is an expert in Huntington’s disease would probably be good. | don’t think it has to
be a psychiatrist.” — Service user

“It helped that we know him. | wouldn’t have wanted someone I didn’t know. It made it easier. We have a rapport with him.” — Carer
o Finding 1: Personal qualities such as being approachable, caring and sensitive with good communication skills were felt to be important.
o Finding 2: Participants also recommended the additional offer of home visits by a Huntington’s disease Association Advisor.
e Theme 3: (Facilitator) — A facilitator for advanced planning was having an early introduction to advance decisions in order to increase
autonomy.
o Finding 1: The above opinion of patients with Huntington’s disease was different to professionals. Professionals were reluctant to approach
service users too early, particularly asymptomatic individuals with the altered Huntington’s disease gene, for fear of causing distress.
o Finding 2: A strong theme emerged that the earlier discussions regarding advance decisions are introduced the better, subject to checking
© NICE 2018. All rights reserved. See Notice of rights.
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personal circumstances and support, to allow consideration of them before individuals develop symptoms or their symptoms worsen.
“I think if | had symptoms, then I’d be panicking to rush this thing through” — Service user

o Finding 3: The increased difficulty in determining capacity of more symptomatic individuals was an additional argument for early
introduction.

“I think it would be fair to say that was the toughest part of it... She was getting really worked up and we had to stop a bit. For her it was
difficult... | think the assessment part was the difficult bit because the later on in the disease you are then the more difficult it is to know what
they are saying.” — Carer
o Finding 4: A consensus was reached between individuals with Huntington’s and professionals: It was considered important to have a
minimum 2-week “cool off” period between an initial meeting and advance decision completion.

“Even though | went away from here thinking, “I don’t really need this” | did actually find it useful [2-week ‘cool off’ period]. It made me think.
The two visits were needed.” — Service user

‘I was okay when | was in the room but then | went away to think about it that’s when it hit me and | thought about what is to come. | know I've
been through it before but it’s the reality of it.” - Carer

o Finding 5: A consensus was reached between individuals with Huntington’s and professionals: The duration should be flexible allowing for
as many sessions required to reach a decision.

“I think maybe people might need a bit longer because it’s a big decision and there’s lots of things to consider and think of. So from my point of
view 2 weeks wasn’t enough... Maybe 4 weeks would be good.” — Service user

o Finding 6: Those who did not complete an advance decision during the pilot phases acknowledged the need for end-of-life issues to be
raised to enable choice.

o Theme 4: (Facilitator) — A facilitator for advanced planning was having a single, short, easy-to-follow advance decision form with space for
personal statements and wishes.

“It’s unfortunate that things like this hadn’t been available for my mother and my grandmother, having seen them and all the family arguments
that it has caused.” — Carer

“It’s been exhilarating for me because it’s put my life in order.” — Service user

“For me it was probably better than for her. | know that nobody can interfere with what we’ve put down. It’s all written down and everybody
knows what the score is.” — Carer

“Good. It’'s what | wanted and it’s done.” — Service user

o Finding 1: The main issues that people believed should be on the form were: life-saving treatments, percutaneous endoscopic gastrostomy
feeding, location of future care, capacity assessment, witness details and a distribution list. A summary sheet for patient files and
checklists for education, completion and review were considered important.

o Finding 2: Participants suggested adding statements concerning organ donation and whether independent legal advice had been received.
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o Finding 3: The need to fully consider issues around impaired quality of life when making decisions was considered important.

“Quality of life is very important is very important to be on the form... It’s good because it gives you room for what you want to put down, which
is more important because it’s quite personal what people consider quality of life and what they want to be treated for... Everybody with
Huntington’s disease will want different things for themselves.” — Service user

“We weren’t sure about the options on life-threatening conditions. | spoke to my family about it and we were saying about quality of life. Each
of us had a different opinion on what a decent quality of life is. What we had to do in the notes was write there what | class as a decent quality
of life. That’s what this is about, quality of life.” — Service user

o Finding 4: It was also felt that the advance decision form should state whether incapacity was Huntington’s disease-specific or whether it
applied whatever the cause of incapacity.

e Theme 5: (Barrier) — The power of attorney information was considered to be too detailed to be included on the advance decision form.
Therefore, a single booklet containing all the information was recommended.
Author’s ¢ Individual choice and empowerment are emphasised. Optimal delivery requires significant clinical and administrative commitment.

comments e Caution is required in generalising the results but the authors consider them likely to be broadly representative because of the strong
methodologies including the continuity of recruitment until there was saturation of themes at each stage of the process.

¢ With the full implementation of the Mental Capacity Act 2005, advance decisions will be of increasing importance and need to be part of the
clinical process. This study offers guidance for a wide range of chronic disease management services. Incorporating the pathway into routine
service provision would be likely to raise awareness in both staff and service users and increase confidence in making advance decisions.

e There are resource and staff implications that result from such a process. The average time of education sessions was an hour and for
capacity assessment and decision completion another hour. Continued review at two-yearly interviews would also lead to lengthening of
appointments. A 2-hour+ per person clinician commitment is likely to be very significant to many services without accounting for the
additional administration required.

Quality e Was there a clear statement of the aims of the research? Yes
assessment |5 g qualitative methodology appropriate? Yes
o Was the research design appropriate to address the aims of the research? Yes

o Was the recruitment strategy appropriate to the aims of the research? Uncertain — recruitment ceased when saturation of themes was
achieved. Nevertheless, it was a small study.

e Was the data collected in a way that addressed the research issue? Yes

¢ Has the relationship between researcher and participants been adequately considered? Yes
¢ Have ethical issues been taken into consideration? Yes

o Was the data analysis sufficiently rigorous? Yes
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o Is there a clear statement of findings? Yes
¢ How valuable is the research? Very valuable
Overall quality: High

Study details  Country/ies where the study was carried out: UK
Study type: semi-structured interviews
Aim of the study: To ask people living with dementia and their carers about their past, present and future healthcare decision making
Study dates: not provided
Source of funding: not stated. The investigators were staff of Dementia UK and UCL

Participants e Sample size: 6 people living with dementia and 7 carers

e Inclusion criteria: They included people living with dementia who had a MMSE score of >20 out of 30 and the mental capacity to consent to
and participate in the interview

e Exclusion criteria: none

e Sample characteristics: Mean age of the people living with dementia was 77.6 years (range 70-88), the mean age of the carers was 73.4
years (range 49-85). All of the carers were spouses. Mean MMSE of the people living with dementia = 24.8 (range 22-28)

Methods Semi-structured interviews

Thematic e Theme 1: (Barrier, patient level) Often there was one partner more dominant in decision-making although this was not always acknowledged

analysis within the dyad. One interview was joined by an adult child and a constant theme running through this interview was the spousal carer’s
dominance:

o Finding 1: A person living with dementia said: “...well, she is very bossy [regarding decisions].” (low agreement)

e Theme 2: (Barrier, carer) Fear of stigma. Carers talked of how they tried to influence the person living with dementia to seek help. However,
one carer felt there was little point as she felt nothing could be done afterwards, even when the diagnosis was confirmed, the carer decided
they would tell no one for fear of stigma. She felt this decision was shared, although other family members saw this differently.

o Finding 1: A carer said: “We decided we were not going to mention it to anyone outside... Only our son, possibly his wife...” (low
agreement)

e Theme 3: (Barrier, carer) Becoming the main decision-maker for some carers was wearisome and felt like a burden.
o Finding 1: A carer said: “It is probably the practical... everyday decisions... day-to-day decisions that | have to make... it is very wearing for
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me... it is very stressful for me...” (medium agreement)

o Finding 2: A carer said: “[The burden of decision-making]... to me... most of it... all of it really...” (Carer, Low agreement)

o Finding 3: A carer said: “Day-to-day decisions that | have to make... it is very wearing... “ (medium agreement)

e Theme 4: (Barrier, carer) Some had limited knowledge of the legal system to support decision-making when capacity was lost, including
ACP and Lasting Powers of Attorney (LPA).

o Finding 1: A carer said: “[LPAs]... | didn’t say not at all... | wouldn’t do it until much later on | think... | see it as something you hand over
when it's necessary, not before...” (low agreement)

e Theme 5: (Barrier, carer) Inability to plan. Limited knowledge about the course of dementia was a barrier to decision making.

o Finding 1: An adult son of a person living with dementia said: “There are certain milestones... that people [with dementia] are going to go
through... | am not sure we fully understand what we need to do... more difficult [in dementia] to plan and understand the progression... you
don’t really know what is going on...” (low agreement)

o Finding 2: A carer said: “| can’t make decisions... well, | can make decisions... but erm, really, | have to take each day as it comes...” (low
agreement)

e Theme 6: (Facilitator, structural) Social support. Many spoke of dementia being the first time shared decision-making was tested, feeling the
diagnosis marked a transition, with historical decision-making roles being altered. One person living with dementia had been the main
decision-maker but because of dementia he now deferred this to his wife and she sought the support of other family members:

o Finding 1: A wife of a person living with dementia said: “When it is a difficult decision | ask my girls... [daughters]’ (low agreement)
Author’s Families require ongoing support and guidance on decision-making following a diagnosis of dementia. Signposting and the provision of
comments information may not be sufficient to enable families to understand the changes dementia may have on their usual strategies for decision-

making and to prepare for future eventualities.

There is often a belief that carers and PWD speak with ‘one voice’, but this cannot be assumed. Families affected by dementia are likely to

require ongoing support to develop plans and adapt to changes in decision-making patterns as the iliness progresses.

Families affected by dementia should have access to post-diagnostic support and counselling that takes into account changes that occur in

decision-making patterns within their relationships. Clinicians, when considering how they may support families in building their resilience in

living with dementia, need to understand previous relationship strengths and weaknesses and historic family decision-making processes as
this may indicate qualities on which to maximise or may highlight areas for increased support.

In supporting ACP for the person with dementia, clinicians will need to explore the couple’s approach and ability to make decisions (Boyle,

2013); this should consider any carer tendencies to dominate or assume that they know best. Carers require support for day-to-day decision-

making that maximises the strengths of the PWD for as long as possible. This will need to take account of a PWD’s wish to retain a sense of

control and dignity while at the same time balancing carers’ needs as the relationship changes because of dementia.

Quality e Was there a clear statement of the aims of the research? Yes
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assessment

e Is a qualitative methodology appropriate? Yes
e Was the research design appropriate to address the aims of the research? Yes

e Was the recruitment strategy appropriate to the aims of the research? No. There was no explanation as to why those specific 6 people living
with dementia and their 7 carers were selected

o Was the data collected in a way that addressed the research issue? Yes

¢ Has the relationship between researcher and participants been adequately considered? Unclear
¢ Have ethical issues been taken into consideration? Yes

e Was the data analysis sufficiently rigorous? Yes

¢ Is there a clear statement of findings? Yes

e How valuable is the research? Valuable

Overall quality: Moderate

Study details

Participants

Methods

e Country/ies where the study was carried out: UK
¢ Study type: Focus groups and individual interviews

o Aim of the study: To identify common difficult decision made by family carers on behalf of people with dementia, and facilitators of and
barriers to such decisions

¢ Study dates: Interviews conducted in 2009
¢ Source of funding: BUPA foundation
e Sample size: 89 family carers of people living with dementia

e Inclusion criteria: Adult family member or friend who gave unpaid support for the person with dementia and who regarded themselves as a
family carer. Could be currently caring or recently bereaved. Purposive sample to get people of different sex, age, level of education,
religion, ethnicity and stage of dementia caring for.

e Exclusion criteria: None
e Sample characteristics: Mean age of 63, 71% female, 53% spouses and 35% children.

e Phase 1 — focus groups of people with shared or similar experiences, with discussion facilitated by a topic guide about carers’
experiences, attitudes, feelings and beliefs
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Thematic
analysis

o Phase 2 — After transcripts were reviewed to identify subjects raised, semi-structured interviews were conducted on the five areas
identified as the most common and problematic. Interviews covered choices, barriers and facilitators, including cultural, religious and
spiritual beliefs and practices, and dilemmas, consequences and advice. Interviews were continued until data saturation

The five identified areas were:

¢ Accessing health and social services

¢ Considering care home placement

¢ Legal matters, including management of finances, power of attorney, and continuing driving
¢ Deciding on non-dementia related healthcare

¢ Making plans for the person with dementia if the carer was too ill to care

e Theme 1 (barriers — patient level)
o Finding 1: Denial of problem

“The hardest decision that I've had to make was to convince my wife there was something wrong with her, she didn’t want to know . . . she
wouldn’t talk to no one about it.” (husband of early onset patient)

o Finding 2: Rejection of help

“He refused all help. He wouldn’t let anyone come into the house, no form of carer. But then, he was wandering, a danger to himself . . . he
was out all night, no idea where he had been.” (wife)

e Theme 2 (barriers — professional)
o Finding 1: Not recognising problems
o Finding 2: Late diagnosis
o Finding 3: Timing and quantity of information given
o Finding 4: Confidentiality and data protection

“On the phone the people would say ‘well we’d have to speak to your mother first to get permission to talk about her issues’ because you
know they couldn’t say anything to me. . . | have to get my mother’s permission to represent her.” (daughter)

o Finding 5: Bureaucracy and rigidity (sticking to protocols)
e Theme 3 (barriers — psychological)
o Finding 1: Role conflict
o Finding 2: Carer guilt
“And my husband said ‘promise me one thing, you'd never put me into a home,’ and | said, ‘I promise’.” (wife)
o Finding 3: Family conflict
o Finding 4: Rigidity (solution fixed when circumstances change)
e Theme 4 (facilitators — patient level)
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o Finding 1: Deference to authority

“So long as you say . . . ‘doctor’ in the sentence . . . she will go along with that, she will listen to that authority so that’s been good actually.”
(daughter)

e Theme 5 (facilitators — professional)
o Finding 1: Suggesting interventions to facilitate agreement
o Finding 2: Quality and timing of information

“We didn’t realise what dementia meant, the implications. . . | think that people who are carers should receive some training . . . told what to
expect and what to do, before it happens, not when it happens.” (widower)

“I found, when he was first diagnosed, it was an awful lot to take in, you’re given all this information on what you should be doing, you don’t
really want to know it.” (wife of early onset patient)

“The advice that | would give is get as much information as possible, because information is really hard to get . . . but . . . is there.” (wife)
o Finding 3: Ensuring the patient is asked to give permission for information to be given to carers
o Finding 4: Access to legal advice
“I realised he couldn’t, no longer sign cheques and things like that, and then we just put everything into joint, all our financial things are
Joint.” (wife)
“The only thing that could happen now is Court of Protection . . . because my wife can’t sign.” (husband of early onset patient)
“I made wills, my advice is to get it done sooner rather than later.” (husband of early onset patient)
e Theme 6 (facilitators — psychological coping strategies)
o Finding 1: Carer accompanying patient to professionals
o Finding 2: Social support (extended family, voluntary and community networks)
o Finding 3: Resources for carer (financial and social)
o Finding 4: Family cohesion
o Finding 5: Re-conceptualisation of services as optimising independence

“He has to be at the day centre six days a week . . . just one day a week when he’s home on Sunday, it’s very difficult, so it’s better than him
being in a nursing home.” (wife of young onset patient)

o Finding 6: Allowing services to develop slowly (rather than “all or nothing”)

“She wasn’t washing herself, she kept saying ‘no, | don’t want [carers].” She [healthcare professional] said ‘you can try and help slowly.’ |
said ‘yes we will try it once a week.’ They started a care package and it is every day now.” (son)

o Finding 7: Knowledge of what the patient wanted when competent
o Finding 8: Sharing — for example, power of attorney being made for both the carer and the person with dementia
Author’s The following strategies helped with implementation of decisions: introducing change slowly; organising legal changes for the carer as well
comments as the patient; involving a professional to persuade the patient to accept services; and emphasising that services optimised, not impeded,
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independence. To access services, carers made patients' general practice appointments, accompanied them to the surgery, pointed out
symptoms, gained permission to receive confidential information, asked for referral to specialist services, and used professionals' authority
to gain patients' agreement. End of life decisions were particularly difficult. They were helped by knowledge of the person with dementia's
previous views, clear prognostic information, and family support. Information sheets to help carers to overcome barriers to proxy decision
making have been developed; their impact in practice has yet to be evaluated
Quality e Was there a clear statement of the aims of the research? Yes
assessment e Is a qualitative methodology appropriate? Yes
o Was the research design appropriate to address the aims of the research? Yes
o Was the recruitment strategy appropriate to the aims of the research? Yes
o Was the data collected in a way that addressed the research issue? Yes
o Has the relationship between researcher and participants been adequately considered? Yes
o Have ethical issues been taken into consideration? Yes
o Was the data analysis sufficiently rigorous? Yes
e |s there a clear statement of findings? Yes
e How valuable is the research? High value
Overall quality: High

Study details ¢ Country/ies where the study was carried out: Multinational systematic review
¢ Study type: Systematic review of qualitative or quantitative research on barriers and facilitators to decision making
o Aim of the study: To systematically review the literature around barriers and facilitators to carer proxy decision-making
o Study dates: Included articles published before 1st February 2014
e Source of funding: None reported

Participants e Sample size: 20 qualitative studies on barriers and facilitators, including semi-structured and unstructured interviews, focus groups and
participant observation (also included 10 quantitative studies which are not reported on below)

¢ Inclusion criteria: Qualitative studies reporting barriers and/or facilitators to decision-making around health and social care interventions by
informal carers of people with dementia, or report the effectiveness of an intervention that sought to facilitate the decision-making process.

o Exclusion criteria: Meeting abstracts, letters, literature reviews, editorials and correspondence
Methods » Medline search for papers that contained either “dementia” or “Alzheimer”, together with at least one of “carer”, “caregiver”, “decision”,
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“decide” or “substitute judgement”
¢ Single screening of titles and abstracts, followed by double screening of full-text articles retrieved (with consensus decision-making)
o All included studies were quality assessed by two independent individuals

Thematic e Theme 1 (triggers to carer decision making)
analysis o Finding 1: Deterioration in the person with dementia/carer found it difficult to continue caring/deterioration in the carer’s health

o Finding 2: Carers were more willing to make decisions if they felt they could be reversed at a later point (example given is remaining at
home versus entry to a care home)

o Finding 3: Often precipitated by a crisis, such as a fall or hospitalisation, that let to contact with healthcare professionals
e Theme 2 (barriers to decision making - emotional impact of decision-making on family carers)
o Finding 1: Feelings of anguish and guilt over decisions made
o Finding 2: Many carers reported the decision was against the care recipient’s wishes, and signalled a major carer role transition.
o Finding 3: Felt a responsibility to honour the recipient’s previously expressed wishes and preferences
o Finding 4: Journey towards a decision was directed by a mixture of fatigue and a lack of obvious or available alternatives

o Finding 5: Carers often knew the person never wanted to live in a care home, but as circumstances changed they felt obliged to act
against this knowledge

o Finding 6: Feelings of guilt and failure were particularly strong for people obliged to cope alone
o Finding 7: Cultural issues may place a particular strain on decision-making around future places of care
e Theme 3 (barriers to decision making — role transitions and perceptions)

o Finding 1: Carers report a shift in the dynamic to a “mother/child” type relationship. They struggled with being expected to relinquish
their caregiver role and that friends and family perceived the dyadic relationship to be over

o Finding 2: Struggle with knowing when to seek care home placement due to dementia being unpredictable and wait lists of institutions
e Theme 4 (barriers to decision making — care recipient factors)

o Finding 1: When the person with dementia was involved in decision-making, they usually expressed reluctance to move to a care home.
This often led the carer either to delay the decision or exclude the person with dementia from decision-making

o Finding 2: Carers tended to be more satisfied than patients on many criteria (information, being listened to, time allowed, potential to
change one’s mind), with people with dementia often feeling they have limited freedom to participate in decision making
e Theme 5 (barriers to decision making — lack of information)
o Finding 1: Feelings of guilt and distress for carers were often exacerbated by a perceived lack of support and information
e Theme 6 (facilitators to decision making — role and support of healthcare professionals)

o Finding 1: Collaboration with staff helped carers with decision-making, and this was facilitated by a trusted healthcare professional who
consulted them and advocated effectively
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o Finding 2: Carers felt that clinician’s raising this discussion helped them with decision-making
e Theme 7 (facilitators to decision making — severity of dementia)

o Finding 1: Individuals with moderate dementia were still actively involved in decision-making, particularly decisions about daily activities
rather than more complex decisions

e Theme 8 (facilitators to decision making — whole family shared decision)

o Finding 1: Carers found it helpful to hear the perspectives of other members of the family or professionals when making decision on
behalf of the person with dementia — they felt it “gave permission” to make decisions

o Finding 2: Carers often sought reassurance after decision making from other family members
o Finding 3: Spousal carers tolerated more difficulties than adult children before resorting to care homes
o Finding 4: Decisions with more serious perceived consequences were less likely to be shared

Author’s We recommend development and testing of decision aids targeting the decisions carers report finding more distressing, including those
comments around where people should live, accessing services, and end of life treatments. Being provided with information to make decisions which
have not previously been considered may increase feelings of conflict, suggesting these aids should be carefully targeted.
Quality e Was an ‘a priori’ design provided? Yes
assessment e Was there duplicate study selection and data extraction? Single screening on title and abstract, duplicate full-text screening and quality
assessment

e Was a comprehensive literature search performed? PubMed database searched only

o Was the status of publication (e.g. grey literature) used as an inclusion criterion? Yes

e Was a list of studies (included and excluded) provided? Included only

o Were the characteristic of the included studies provided? Yes

o Was the scientific quality of the included studies assessed and documented? Yes

o Was the scientific quality of the included studies used appropriately in formulating conclusions? Yes
o Were the methods used to combine the findings of studies appropriate? Yes

o Was the likelihood of publication bias assessed? No

o Was the conflict of interest included? No

e Overall quality: Moderate
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Study details e Countryl/ies where the study was carried out: An unspecified city in the North of England, UK
o Study type: Semi-structured interviews

¢ Aim of the study: To investigate stigma towards dementia in Eastern European and South Asian communities. To investigate how this
stigma influences family carers’ decisions about seeking support or using services.

o Study dates: 2001 - 2004
¢ Source of funding: Health Action Zone Innovations budget

Participants e Sample size: 21 carers of people with dementia
e Inclusion criteria: Carers, having an Eastern European or South Asian ethnicity, looking after a person with dementia.
e Exclusion criteria: None
e Sample characteristics: 11 Pakistani carers, five Indian carers, four Polish carers and one Ukrainian carer.
Methods ¢ |n order to recruit carers, contacts were made with 167 people and agencies in the city who had established links with local minority
communities. Local radio was also used.
o Semi-structured interviews were used to explore carers’ experiences of caregiving.
Thematic e Theme (barrier to decision making): In South Asian communities, there is a tendency to want to protect the person with dementia from
analysis ridicule by keeping them away from other people. The carers are concerned about being embarrassed by their relative:

“...you know father talks about those things that don’t even exist... he makes us embarrassed in front of other people. Sometimes | tell him to
stay in another room if someone comes into my house... but he just wants to be in the same room.” (Pakistani man caring for his father)

The concealment process carers engaged in acted as a mechanism to protect the reputation of the person with dementia and also family
reputation. The use of services by these carers was limited. The most common explanation for not using services was that help from outside
agencies put an already precarious balance between shame and inner pride in jeopardy. It was the case that most carers interviewed thought
of mainstream support services entirely as leading to residential/nursing home care, which carers felt would bring shame on the family, as
they perceived outsiders would consider their actions as an indication that they intended to abandon their relative.

Author’s Stigma in the South Asian group tended to be linked to religious and magical explanations for the onset of dementia. These explanations

comments ranged from being understood as a punishment from God, to dementia symptoms themselves being seen as evidence of a powerful curse.
Dementia, therefore, could induce fear and jeopardise family honour and reputation.

Quality e Was there a clear statement of the aims of the research? Yes

assessment e Is a qualitative methodology appropriate? Yes

o Was the research design appropriate to address the aims of the research? Yes
o Was the recruitment strategy appropriate to the aims of the research? Uncertain. The number of participants (21 carers) was chosen
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because the investigators were unable to recruit more people, e.g. — carers were not recruited continuously until there was no new
information. However, the results seem to have been consistent.

e Was the data collected in a way that addressed the research issue? Yes

¢ Has the relationship between researcher and participants been adequately considered? Yes
e Have ethical issues been taken into consideration? Yes

o Was the data analysis sufficiently rigorous? Yes

o |s there a clear statement of findings? Yes

e How valuable is the research? Reasonable

Overall quality: High

Study details e Country/ies where the study was carried out: Scotland and the North of England, UK
¢ Study type: A cross-over trial involving narrative interviews and a questionnaire.
¢ Aim of the study: To explore whether Talking Mats could help people with dementia and family carers feel more involved in decisions about
managing their daily living than using their usual communication methods.
¢ Study dates: September 2008 to May 2009.
¢ Source of funding: Joseph Rowntree Foundation

Participants e Sample size: 18 couples (person with dementia and their family carer).

e Inclusion criteria: The person with dementia must be: diagnosed with dementia, aware of their diagnosis and be comfortable with the
terminology involved, be living at home and have a relative or friend who is knowledgeable about how they are managing their daily living
activities, a native speaker of English, have sufficient vision to see picture symbols.

e Exclusion criteria: None

e Sample characteristics: Initially, 22 couples were identified and agreed to take part. However, one person with dementia was unable to use
Talking Mats, two participants withdrew due to ill health and one person died. Of the 18 remaining people with dementia, 10 were men and 8
were women, with a mean age of 77 years (range 60-86). Three participants were judged to have early stage dementia, 13 moderate stage,
and 2 late stage. Of the 18 family carers, 5 were men and 13 women, with a mean age of 69 years (range 44-89). The participants were from
varied backgrounds and geographical areas.

Methods Talking Mats is a simple low-technology communication system. It uses picture symbols, placed on a textured mat, that allow people to
indicate their feelings about various options within a topic by placing the relevant image below a visual scale. Specific topics and the range of
options within each topic were identified by using the WHO International Classification of Functioning, the literature and guidance from the
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project advisory group. The topics and options were converted into picture communication symbols. The four main topics of daily living were
identified with a subset of options within each topic: personal care (e.g. washing, washing hair, getting dressed appropriately), getting around
(e.g. getting into/out of bed, walking, driving), housework (e.g. cooking, washing dishes, laundry), activities (e.g. listening to music, reading a
book/newspaper, watching TV).

Nine couples used the Talking Mats framework during their first visit and their usual methods of communication during their second visit. The
other nine couples used their usual methods of communication during their first visit and the Talking Mats framework during their second visit.

For the Talking Mats discussion, the option symbols within each topic were laid out and each member of the couple took it in turns to choose
an option to discuss. The researcher explained that the visual scale represented ‘managing’, ‘needing assistance’, ‘not managing’, and couples
were encouraged to come to an agreement, if possible, as to where each option symbol should be placed on the mat under the visual scale.

For the discussion using usual methods of communication, the researcher presented each option within a topic orally one at a time in random
order. For each option, couples were asked to discuss if the person with dementia was ‘managing’, ‘needing assistance’ or ‘not managing’.

All interviews were video recorded and a photograph was taken of the Talking Mat at the end of the session. After the interviews, each
participant was asked separately to complete a questionnaire to evaluate how involved s/he felt in each type of discussion.
Thematic e Theme 1: Discussing care was facilitated by using Talking Mats.

analysis Using a method of scoring between 5 and 20, the mean score for feeling involved when using the usual methods of communication for patients
with dementia and their carers was 15.6 and 16.9 respectively. These values rose to 17.5 and 19 respectively when using Talking Mats.

Using a Likert scale of between 0 and 6, the mean score for satisfaction when using the usual methods of communication for patients with
dementia and their carers was 4.3 and 4.6 respectively. These values rose to 5.4 and 5.7 respectively when using Talking Mats.

Patients with dementia reported that Talking Mats helped them to remember what they were talking about. It also helped them to remember
words, thus enabling them to express their views more clearly:

“...it [Talking Mats] helped me remember what we were talking about.”

“The pictures are really clear; they helped me to remember when | couldn'’t find the right word.”

“...that is what | think, right in front of me; | don’t have to rack my brain to remember.”

“I found it [Talking Mats] a big help, sometimes | get the words muddled and can’t get out what | am trying to say.”
“...it is so difficult to tell [my wife] what | think when | can’t remember the words, the pictures could help me a lot.”

e Theme 2: Talking Mats allowed the participants with dementia to see what they could still do and what they enjoyed doing rather than just
focusing on what they could no longer do:

“The mat shows that | am able to do much more than | thought.”
“I had forgotten all the things | like to do.”
e Theme 3: Talking Mats helped the participants with dementia to be aware of what their family members were doing for them:
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“I didn’t realise how much she [daughter] is doing in the house.”
e Theme 4: Talking Mats was seen as an enjoyable activity which improved communication between the person with dementia and his/her
family:
“It was nice to talk about things. We never seem to do that anymore but the pictures really helped us to do it”
e Theme 5: Talking Mats makes carers feel they are being listened to:
“It really feels like he is listening to my point of view, even for that moment.”
“It never seems like he is listening to me, with this | can make him sit down and look at symbols and get him to understand what | am trying to
say.”
o Theme 6: Talking Mats improves understanding from the carer’s perspective:
“It [Talking Mats] gives a focus to your conversation; it can be so difficult sometimes to find out what he feels.”
“Meals are a problem, I'm not sure if he likes what | give him, but it is so hard to know. We could use pictures of different foods and decide
what we are going to have for tea each night.”
e Theme 7: Talking Mats reduced confrontation and arguments:
“Feels less confrontational, we didn’t argue.”
Author’s The people with dementia felt that Talking Mats helped to clarify their thoughts and enabled them to express their views. It helped them to
comments reach a decision about how they were managing different aspects of their daily living.
Family carers reported feeling more involved in discussions and more satisfied with the outcome when using Talking Mats. Family carers
acknowledged the value of Talking Mats in encouraging and maintaining communication. It allowed a better understanding of the views of the
person with dementia. This has implications for the stress and guilt often associated with having to make decisions for their loved one, not only
on a day-to-day basis, but also those related to their future care.
An unexpected finding was that the increased feeling of involvement was significantly higher for the family carers. Family carers repeatedly
reported feeling “listened to” by the person with dementia and felt that their loved one could actually “see” their point of view.
Talking Mats reduced anxiety on the part of both the person with dementia and their carer.
The study demonstrates that Talking Mats could enable people with dementia and their family carer to jointly discuss and make decisions
about how they are managing daily living. This is important for health, social service and care staff in assessing needs and providing care and
support.
Talking Mats is a method by which healthcare professionals could communicate with patients with dementia — even though their verbal
communication skills have deteriorated.
Talking Mats also offers a method for recording views to inform later decision-making.

Quality e Was there a clear statement of the aims of the research? Yes
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assessment

e |s a qualitative methodology appropriate? Yes
o Was the research design appropriate to address the aims of the research? Yes

e Was the recruitment strategy appropriate to the aims of the research? Unclear. The number of participants (18 couples) seems to have been
chosen on an arbitrary basis, e.g. — couples were not recruited continuously until there was no new information. However, the results seem
to have been consistent, e.g. — there were no differing viewpoints.

o Was the data collected in a way that addressed the research issue? Yes

¢ Has the relationship between researcher and participants been adequately considered? No — there was no mention of how recruitment took
place.

¢ Have ethical issues been taken into consideration? Yes
o Was the data analysis sufficiently rigorous? Yes

o |s there a clear statement of findings? Yes

e How valuable is the research? Very valuable

Overall quality: Moderate

Study details

Participants

Country/ies where the study was carried out: UK

Study type: focus group interviews

Aim of the study: The aims of the aspect of the evaluation reported here were to establish whether the Information Programme for South Asian

families (IPSAF):

1. had an immediate and/or medium-term impact on the lives of those carers/relatives who attended with regard to knowledge of dementia

and/or use of services;

2. had an immediate and/or medium-term impact on the wider families, including the person with dementia, of those who attended.

Study dates: September 2014 and March 2015

Source of funding: This evaluation was funded by the Alzheimer's Society

e Sample size: 20 family carers of South Asian people living with dementia. There were an additional 22 people who were not carers but were
family members.

e Inclusion criteria: The evaluation was conducted across 7 of the 9 sites in England where IPSAF was delivered. Two further sites were
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unable to take part because of unforeseen delays in their start dates. All who attended IPSAF were invited to participate, and they were able
to cater for language requirements so that all could take part.

e Exclusion criteria: none

e Sample characteristics: The focus groups involved 42 participants of Indian, Pakistani, and Bangladeshi heritage. The majority were family
carers, although 22 were not carers themselves but had an interest in how to support others in this role. Family interviews involved 17
participants and included 4 families of Pakistani heritage and 3 of Indian heritage. Thirty-seven participants completed the prequiz and 33
completed the postquiz.

Methods Information programme for South Asian families

In 2013, the Alzheimer's Society culturally adapted, in consultation with South Asian communities, an existing carers' information and support

programme to develop an Information Programme for South Asian Families (IPSAF). Carers' information and support programme was mainly

attended by white British carers, and the Society perceived the programme did not meet the cultural needs of south Asian families.

The programme was adapted to be delivered in south Asian languages and included culturally specific examples. The aims of IPSAF are to

improve the knowledge, skills, and understanding of South Asian carers supporting a relative with dementia. The programme is delivered by

an Alzheimer's Society facilitator in partnership with a local South Asian community organisation and consists of 4 sessions addressing
understanding dementia, legal and money matters, looking after others, and looking after yourself.

Knowledge quiz

To obtain a quantitative measure of change in participant knowledge of dementia and/or services, a social quiz was designed to overcome the

linguistic and cultural barriers associated with a written questionnaire. This was conducted before the first and after the final sessions of

IPSAF. Participants held up coloured numbered cards to show how much they agreed with each of 6 statements. The cards represented a

Likert scale, from 1 (strongly disagree) to 5 (strongly agree).

Focus groups

After the final session of IPSAF, attenders were invited to stay on to participate in a focus group with one focus group being held at each of the

participating sites. Approximately 66% of course attenders took part, with numbers ranging from 2 to 11. The focus groups were facilitated by 2

researchers, one of whom was multilingual, and discussion occurred in the language choice of participants (mainly Punjabi, Hindi, Urdu, and

English). Participants were asked about their views of IPSAF, whether it had impacted on their daily lives, what they had found useful, and

whether and how it could be improved. The focus groups lasted 30 to 60 minutes.

Family interviews

Attenders were also invited to participate in a family interview to include members who had not attended the Course, and the person with

dementia, if appropriate. Seven semi-structured family interviews were conducted in the participants' home. People with dementia were

included where they had capacity to provide informed consent. Family size ranged from 1 to 5 with a mode of 2, and 3 people living with

dementia took part. Relationships to the person with dementia were varied (3 daughters and 1 son; son and daughter-in-law (2 families); 2

daughters; daughter and wife; wife; and daughter-in-law and granddaughter). Interviews lasted 25 to 100 minutes. Families were asked about
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the impact of IPSAF, whether and how knowledge had been shared with the family, changes for the person with dementia, and how those who
had attended IPSAF perceived the peer support aspect of the programme. Three of the families were followed up 6 months later to establish
whether IPSAF had a sustained impact on the families. One family declined follow-up, and because of timescales, it was not possible to follow
up the remaining 3.

Thematic e Theme 1: (Facilitator, intervention) All participants discussed being much more aware of services as a result of IPSAF and were able to give
analysis examples of services they could approach for support. Many placed particular value on knowledge gained about legal and financial aspects
of supporting a person with dementia. There was evidence that a number of participants had made use of services as a result of IPSAF.
Attenders who were non-carers reported that they felt confident they could signpost carers to services, as a result of IPSAF. Although some
carers reported that they were not planning on using services at the present time, they valued having the knowledge of available services. A
number of carers expressed an intention but had not yet accessed more social types of support such as wellbeing cafés and carer support
groups.
o Finding 1: A carer said: “| feel less isolated because | know who the service providers are now, so kind of things to do with health,
housing, legal issues. So we now know where to go because initially we kind of found these things by chance and by accident really, by
asking people, you know.”

o Finding 2: Some reported making use of memory clinics; 3 reported applying for power of attorney as a result of what they had learned, 5
reported making use of their local Alzheimer's Society, and several had contacted social services and completed carers' assessments.

o Finding 3: The quiz data supported these findings with the number of participants feeling confident they would be able to find support to
help them tripling (23% to 76%), and the number who perceived they would know where to go for advice on legal and financial matters
doubling (44% to 82%).

e Theme 2: (Facilitator, intervention) The Information Programme for South Asian Families improved families’ coping and confidence. A
significant number felt IPSAF had improved their understanding of the carer's role and given them confidence to support their relative with
dementia. Some reported increased confidence in interacting with health care professionals, particularly as they felt more able to recognise
the signs and symptoms of dementia. They also felt comfortable sharing information from IPSAF with their wider community. Two families
reported feeling better able to cope with pressures from extended family members as a result of strategies they had learned.

o Finding 1: A carer said: “We now understand that we need to make time for our self also a bit, so ok it's our duty to take care of our
parents or husband, whoever is ill with the disease, we are devoted to that but the other important thing is | have to take care of myself
also. If | get [a] cold, then who's going to take care of both of us.”

o Finding 2: Almost all carers said they now better understood the need to look after themselves, one carer perceiving this “as the most
important thing.” Many carers reported that IPSAF had validated the need for self- care and, as a result, felt less guilty.

e Theme 3: (Facilitator, intervention) The Information Programme for South Asian Families provided social and emotional support. Participants
were very positive about the opportunity IPSAF gave them to discuss their experience with others who understood and could relate to the
shared cultural barriers experienced, particularly with regards to seeking support. The group was seen as an opportunity to form
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connections, share information, and learn from one another.

o Finding 1: A carer said: “When you experience something which devastates you emotionally, you know, big time, it's so important to find
people in the same boat as you.”

o Finding 2: A number of participants reported that the peer group they had met during the Course had become a source of social support,
and they no longer felt they were “on their own.” Sharing and discussing their personal experiences with the group was seen as a form of
‘release.”

e Theme 4: (Facilitator, intervention) The knowledge and understanding gained by carers during IPSAF led to changes in how carers
supported people with dementia. Many carers reported that they used shorter sentences and pictorial aids to facilitate communication, and
some had developed a more organised routine for the person with dementia. Care practices were more centred on promoting independence
and empowerment for those with dementia, who were provided with more choice of activities including a fresh opportunity to participate in
previously enjoyed activities such as cooking.

o Finding 1: A carer said: “We understand that she can't help forgetting things, but at the same time we are still trying to empower her,
because we understand that, we still got to keep routine with her, to keep her, to try and help her to keep remembering things, so we help
with a lot of stuff, but we still empower her.”

Author’s At the follow-up interviews, it was evident that the metaphors used in IPSAF to aid understanding of dementia continued to resonate with the
comments families. The families had continued to provide more person-centred care and promote the person with dementia's independence. Information
sharing with extended family members had continued and become more widespread, with examples of sharing information with neighbours
and colleagues. One family had remained in contact with another that they had met through IPSAF and were supporting one another whilst
sharing information. All 3 families had engaged with services in relation to seeking practical support but had not accessed carer support
groups. Although they were yet to attend carer support groups, the knowledge of their existence helped reduce their sense of isolation.
Despite the families' improved awareness of services, they reported a number of barriers to access, for example, the lack of local services, or
no culturally specific services being available in their vicinity.
Quality e Was there a clear statement of the aims of the research? Yes
assessment |5 5 qualitative methodology appropriate? Yes
e Was the research design appropriate to address the aims of the research? Yes
e Was the recruitment strategy appropriate to the aims of the research? Yes
¢ Was the data collected in a way that addressed the research issue? Yes
e Has the relationship between researcher and participants been adequately considered? Yes
e Have ethical issues been taken into consideration? Yes
e Was the data analysis sufficiently rigorous? Yes
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e Is there a clear statement of findings? Yes
e How valuable is the research? Very valuable
Overall quality: High

Study details e Country/ies where the study was carried out: Two memory services in south London, UK
¢ Study type: In-depth interviews
o Aim of the study: This study was designed to evaluate the acceptability of a systematic dementia-specific approach to advanced care
planning discussion.
¢ Study dates: 2012
¢ Source of funding: Modernisation Initiative End of Life Care Programme 2008-2011, Guy’s and St Thomas’ Charity with support from the
King’s College Hospital Charity and South London and Maudsley NHS Foundation Trust Charitable Funds.
Participants e Sample size: 12 people with mild dementia, eight carers, and six members of staff.
e Inclusion criteria: People with mild dementia who had capacity to consent to this study, their carers and staff.
¢ Exclusion criteria: None

e Sample characteristics: 12 people with dementia, mean age 79, range 68-88 years, gender: four males, eight females, eight carers, three
were either a spouse or partner, four sons or daughters, one son-in-law or daughter-in-law. Six members of staff (three community
practitioners, one team manager, one clinical psychologist, and one assistant director of nursing).

Methods The investigators developed an Advanced Care Planning in Early Dementia tool (ACP-ED). An initial draft was devised and then revised
following discussion with people with dementia, carers and dementia practitioners. Overall, 18 patients, 25 carers and 150 members of staff
provided feedback during its development.

Advanced care planning (ACP) discussions were conducted by a senior nurse and by a clinical psychologist. The discussions were evaluated

by in-depth qualitative interviews with the people with mild dementia, their carers, staff from a memory service and a community mental health

team for older people.

ACP discussions were held with 16 people with dementia, 14 agreed to be approached for the evaluation. Of these, 12 people with dementia

and eight carers consented to be interviewed about their experience of the ACP discussion.

Thematic e Theme 1: (Facilitator) — Offering ACP to people with dementia is a facilitator for people with dementia to make use of ACP.

analysis o Finding 1: Only one third of patients interviewed had thought about any aspect of the future.
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o Finding 2: Out of the 12 patients, all but three considered ACP a positive and helpful experience and were satisfied with having the
discussion:
“I was glad to have told her what | wanted.”
“They covered everything | wanted to know and the questions they asked were the right questions.”
Patients said that the ACP discussion gave them time to think about the future. Some stated that they were relieved and less worried after
discussing their preferences for the future. They felt reassured about the support from their family and services and they found it important that
their family and professionals knew their preferences for the future:
“I suppose really it was the wisest thing to do because there is no use leaving things like that too long before things are going to get worse.
You don’t know what you are doing. | would rather know what | am doing so that’s why | decided to make arrangements and things so if
anything happens now they all know, both of them know, what | want and what’s happening and so it saves me worrying about it.”
o Finding 3: Two carers out of eight mentioned they had tried to discuss the future with the patient before and had found it difficult. They felt
that they probably would not have brought up the topic again without the ACP discussion being prompted by the memory service.
e Theme 2: (Facilitator) — The motivations to agree to the ACP were concern about their memory and wanting to plan for a time when they
could no longer look after themselves.
o Theme 3: (Facilitator) — Some patients with dementia may want an ACP because of a dispute with a family member who is questioning the
patient’s capacity to make decisions.
o Finding 1: This was the situation for one patient in the study. Having made his preferences for future care known, he felt more secure and
considered the plan as a means of self-protection.
e Theme 4: (Facilitator) — Carers are a facilitator to how people with dementia can make use of ACP.
o Finding 1: Carers said that ACP made them think about the future and that the initial ACP discussion prompted further discussions about
the future with the person with dementia or other family members.

o Finding 2: Carers considered it helpful to find out the person with dementia’s wishes and to have a written record of it so that everyone
knew that this was what the person with dementia wanted.

o Finding 3: Carers said that they felt more confident that if necessary they would be able to make a decision that would reflect the person
with dementia’s wishes:

“The social worker doesn’t know mum and doesn’t know us and whereas we are actually quite a close knit family and we are very lucky
because we can actually make those decisions and think yeah that isn’t actually what mum would want, what she would want is x, y, z.”
e Theme 5: (Facilitator) — Staff found the ACP-ED tool to be a facilitator.

o Finding 1: Staff felt that the ACP-ED tool provided structure to guide them in the discussion.

o Finding 2: Staff felt that it was helpful that the tool was open-ended. This is because the open-ended questions provided flexibility and the

given questions could generate further questions.
o Finding 3: Staff who had not yet conducted any advance care planning discussions themselves were unsure how to initiate the discussion
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Author’s
comments

with those people with dementia who had not raised the issue themselves, but saw the tool as a potential way of facilitating this.
e Theme 6: (Barrier) — Staff thought that the main barrier to ACP on the part of the people with dementia and carers was difficulty for some
people with dementia or carers to accept the diagnosis.
o Finding 1: For one person with dementia, some members of their family were disputing the diagnosis. This made discussing an ACP
problematic.
o Finding 2: Some staff said that some patients with dementia were worried that by discussing ACP, they would no longer be allowed to
make decisions.
e Theme 7: (Barrier) — Family may not want ACP to go ahead.
o Finding 1: One staff member gave an example of a case where the patient would have agreed to ACP, but the carer was against it:
“l think the client would have been quite open to the discussion but the daughter was quite, that wasn’t somewhere that she wanted to do and
she was, so we didnt.”
e Theme 8: (Barrier) — Some patients find discussing the future dispiriting.
o Finding 1: This was the case for two out of the 12 people with dementia.
e Theme 9: (Barrier) — Some patients find discussing the future difficult without knowing what the future will bring.
o Finding 1: This was the case for one patient out of 12.
o Finding 2: Staff felt that it was the uncertainty about the duration of the iliness that made it difficult for people with dementia to plan for the
future.
o Theme 10: (Barrier) — Staff thought that a potential barrier to ACP was lack of capacity. Therefore, discussing ACP early in the dementia
pathway was seen as the solution.
e Theme 11: (Barrier) — Staff felt that a potential barrier was staff lacking in confidence to discuss ACP. Training and use of the ACP-ED were
seen as ways of addressing this.

There was a consensus among the staff that that ACP should be offered to patients soon after diagnosis when patients had time to think about
the diagnosis, when they were still in contact with the service, and where they were still able to make decisions about preferences for the
future. There was overall agreement between staff that doing this at the point of diagnosis might be too stressful. It was agreed by all staff that
time was needed to come to terms with the diagnosis before being able to start thinking about the future.

Staff felt that it was important to give people with dementia and their carers detailed information about ACP before the discussion took place.
This is so people with dementia would not feel threatened by the discussion and so they could decide whether to proceed.

The authors felt that it is crucial that the topic of ACP is initiated by staff because people with dementia and their carers are unlikely to initiate
the discussion with professionals spontaneously. Services need to see this as a core part of their work and part of providing a good diagnostic
service.

One of the main reasons why ACP has not has not been more widely implemented in practice is because there is a lack of clarity about who
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Quality
assessment

should be delivering the intervention.

The authors felt that their findings suggested that people with dementia, carers and staff believe that memory services and Community Mental
Health Teams are well placed to initiate ACP discussions with people with dementia, provided they are properly trained and resourced.

To enable implementation of the person with dementia’s wishes, it is important that the ACP documentation is made available to the relevant
health service providers, such as GPs, with the person with dementia’s consent.

Was there a clear statement of the aims of the research? Yes

Is a qualitative methodology appropriate? Yes

Was the research design appropriate to address the aims of the research?

Was the recruitment strategy appropriate to the aims of the research? The number of participants was chosen arbitrarily, e.g. — carers were
not recruited continuously until there was no new information.

Was the data collected in a way that addressed the research issue? Yes

Has the relationship between researcher and participants been adequately considered? Yes
Have ethical issues been taken into consideration? Yes

Was the data analysis sufficiently rigorous? Yes

Is there a clear statement of findings? Yes

How valuable is the research? Valuable

Overall quality: Moderate

Study details

Participants

¢ Country/ies where the study was carried out: London, UK
o Study type: Longitudinal interview study

o Aim of the study: To ascertain how people with dementia make decisions in the present. The study does not include how people with
dementia make decisions for the future.

e Study dates: 2013

¢ Source of funding: National Institute for Health Research (NIHR)

e Sample size: 12 ‘dyads’ (one person with dementia plus one carer. For example, not all were ‘partners’).

e Inclusion criteria: People with dementia who had a carer.

o Exclusion criteria: Dyads were excluded if the person with dementia did not have capacity to consent to take part in the study.
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e Sample characteristics: The ages of the people with dementia ranged from 72 to 88 years. At the first interview, the time since diagnosis of
dementia ranged from 3 to 11 months. Severity of the dementia was mild to moderate. All but one dyad were white British. The exception
was a one uncle and his niece who described themselves as Asian/Indian.

Methods Face-to-face interviews were conducted with people with dementia and their carers every three to four months for a period of a year.
Interviews were recorded and transcribed. Every individual’s opinion was treated as contributing to a common shared reality. No participant’s
account was verified for factual accuracy. An absence of discussion around dementia was seen as potentially significant and examined. The
investigators explored how people were feeling about their current situation and how they were reacting to it.

Thematic e Theme 1: Decision-making is a continuum of five stages. However, not all participants start at the beginning and reach the end. Furthermore,
analysis the five stages are not absolute, nor do they represent a “pathway” — there is considerable nonlinear movement between stages.

o Finding 1: Stage 1 is ‘mutual decision-making’. When people with dementia and their carers make decisions jointly. The facilitators were
the capacity of the person with dementia and their keenness to make decisions. Decisions were often made together — between the patient
with dementia and the carer, with boundaries respected by spouses in particular. Joint decision making was considered normal if the dyad
were long-term partners (some had been married for over 50 years). As many of these decisions were embedded in everyday
conversations, they found it hard to distinguish who had made the decision.

o Finding 2: Stage 2 is ‘reductive decision-making’. The barrier is that people with dementia find it more difficult to make decisions. In many
of these instances, the carer takes on a larger share of caring responsibilities, such as cooking meals and prompting washing and bathing.
An important aspect is the keenness of the carer to use facilitators to reduce “cognitive overload”. The following facilitators were used by
the carers: posing a question at the “right” time, gauging when their relative was likely to be most engaged in conversation, and presenting
a limited number of options.

Most people with dementia told of their trust and faith in their relative or friend deciding for them. However, two reported not wanting their
choices or autonomy to be compromised and a desire to remain closely involved in any decisions that concerned them.

One carer was worried about the responsibility of having to take decisions for her friend. This is because her friend was doing everything she
told him to do. Therefore, she was having to be very careful.

o Finding 3: Stage 3 is ‘restrictive decision-making’. At this stage, people with dementia and their carers describe their lives as having
“shrunk”, e.g. — they are doing less, eating simpler meals, and through successful adjustments, were managing with less. As a result,
many talked of fewer decisions arising. A facilitator often used by carers to keep their relative with dementia engaged in decision-making
was orchestrating the situation around them. For example, the carer makes the decisions for the small unimportant things, such as choice
of meal. This “saves” their relative’s decision-making capacities for bigger and more significant decisions.

o Finding 4: Stage 4 is ‘retrospective reflections for decision-making’. As time progresses or for some decisions, carers reported that they
had to make decisions on behalf of their relative with dementia. Some carers expressed their frustration about this — they reported feeling
strained and confused by being the person upon whom all such decisions rested. The facilitator in this situation was the carer’s
accumulated knowledge of their partner. Child carers were more likely to base decisions on previous conversations with their parent. In
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three cases where an adult child carer had not had the chance to have such conversations with their parent with dementia, they seemed to
lack confidence and were more worried about making proxy decisions.
A potential barrier is if the carer is a friend, rather than a family member. This is because one of the carers who was a friend was happy to
support her friend over practical tasks, such as taking her for shopping. However, she was very reluctant to make decisions with and for her
friend with dementia: “...every time | go now, she’s asking me if she should be in a home. Now | can’t make that decision. Her son can’t make
that decision because he’s too far away...”
Out of 12 dyads, only one had made a Lasting Power of Attorney (LPA). Only two further dyads had heard of LPAs but were unclear about
details.
A barrier to decision-making for a person with dementia can happen if their needs conflict with the needs of the carer. For example one carer
said: “Well, one of the big decisions was going to the day centre because he didn’t want to go, but | said, well, it would be good for him and
good for me. And then when he knew the other people from Friday mornings were going there, he went. But | made all the arrangements on
that, because | really needed that break, you see?”
o Finding 5: Stage 5 is ‘best-interests decision-making’.
Author’s An important divergence in views between people with dementia and carers in this sample appeared to be that some people with dementia
comments wanted decisions to be made on their behalves, while carers were more inclined to want to preserve their relative’s autonomy through the use
of strategies and cues.
Only one-third of the dyads interviewed operated in isolation or mutual dependency. Most talked of being part of strong family networks with
other family members actively involved in practical caring support and decision-making.
Spouse couples often demonstrated the strongest mutual relationships in terms of their knowledge and intimacy of the person with dementia
they were supporting. However, one of the dyads involved a niece — she also showed a deep understanding of her uncle’s preferences and
habits despite not living with him. She attributed this to close family ties in her family. This illustrates the importance of not overly simplifying
marital partners or adult children as having privileged positions.
Practitioners and support services should provide timely advice to carers and people with dementia around everyday decision-making, and be
mindful of how situations may change.

Quality o Was there a clear statement of the aims of the research? Yes
assessment | g qualitative methodology appropriate? Yes
o Was the research design appropriate to address the aims of the research? Yes

o Was the recruitment strategy appropriate to the aims of the research? No. The number of participants (12 dyads) was chosen on an arbitrary
basis, e.g. — dyads were not recruited continuously until there was no new information.

o Was the data collected in a way that addressed the research issue? Yes
o Has the relationship between researcher and participants been adequately considered? Yes
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e Have ethical issues been taken into consideration? Yes
o Was the data analysis sufficiently rigorous? Yes

e |s there a clear statement of findings? Yes

e How valuable is the research? It is valuable.

Overall quality: Moderate
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Care planning, review and co-ordination

Health and social care co-ordination
o What are the most effective methods of care planning, focussing upon improving outcomes for people with dementia and their carers?
¢ How should health and social care be co-ordinated for people living with dementia?

Qualitative evidence

Study details

Participants

Methods

Country/ies where the study was carried out: UK
Study type: semi-structured interviews

Aim of the study: The aim of this study was to explore the impact of dementia on access to non-dementia services and identify ways of
improving service delivery for this population.

Study dates: December 2013 to July 2014
Source of funding: a grant from the National Institute for Health Research

e Sample size: 28 people living with dementia and 33 family carers

e Inclusion criteria: People living with dementia and at least one of the following three conditions: diabetes, stroke or vision impairment (VI).
These conditions were chosen as they are common in older people, require external monitoring and collaboration between primary and
secondary care, may exacerbate the progression of dementia and their management is likely to be complicated by the presence of
dementia. They also recruited family carers and healthcare professionals (HCPs) who organise and deliver care for people with stroke,
diabetes and VI in primary and secondary care.
PLWD were recruited via dementia registries, GP practices, memory clinics and voluntary organisations in the South and North East of
England. They were asked whether they received any significant help from a family/ unpaid carer.
Recruitment was from primarily urban areas.

¢ Exclusion criteria: none

e Sample characteristics of the people living with dementia: Type of comorbidity: diabetes 31%, diabetes and vision impairment (VI 17%),
stroke 24%, all 34%. Age median 82.5 years (range 59-94). 36% female. 85% white (majority white British). 78% lived with a carer.

e Carers: age median 65 years (range 46-90). 82% female. 85% white (majority white British). 64% of carers were a spouse, 14% adult child.

In the light of the lack of previous research in this area, they took an exploratory qualitative approach involving in depth semi-structured
interviews and focus groups.
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Thematic e Theme 1: Family members were often proactive in facilitating continuity and negotiating access to services for their relatives with dementia.
analysis This included acting as an advocate for their family member with dementia, noticing when something was wrong and seeking help
o Finding 1: Carer Diabetes: “As a family member you’re the person who knows that person better than anyone else so you can see when
it's not, when it’s not right, when it’s going wrong.”
o Finding 2: Carer Diabetes/VI: “It was like when she had her cataract done, | actually went into the room with her... you know, because
one nurse kind of looked at me and she said ‘no, if you wait in the waiting room’, | went ‘well, no—my sister has a memory problem so I'll

have to stay”.

e Theme 2: Family members were often proactive in helping clinicians make treatment decisions, such as whether to thrombolyse a PLWD
after a stroke. Family carers also had a significant role in coordinating their relative’s care, navigating healthcare systems and facilitating
continuity of care; for example, managing appointments, organising transport, keeping records of test results and medication
o Finding 1: Carer Diabetes/VI: “Her feet were black and | was concerned, because we’ve got, in the paternal side of my family, she’s got

aunts and her mother was blind, aunt had amputation of the toes.”

e Theme 3: Family members were often proactive in actively transferring information between HCPs and different services.
o Finding 1: Carer diabetes/VI: “and now | go with him for all his appointments...l have got a notebook there which | use to note everything,

you know, when it started [sound of paper rustling] for myself, for my own, you know...I used to record everything, ‘seen by so and so,
what prescribe and when to be seen again’ and all these things.”

e Theme 4: The availability of a family carer to act as a proxy, and provide consent, information and post-discharge support impacted on a
PLWD'’s access to care. HCPs recognised that PLWD who lived alone, or did not have support from a family carer or advocate, were
particularly vulnerable and may have poorer access to care
o Finding 1: PLWD and Carer VI: “you see one person one time and then you’d have, tell them what they need to know and then you see the

next person and they don’t know, do they. You have to go all through it yeah, you have to start again. But | mean, that actually is a problem
with the NHS all the way through, | mean, because it’s a kind of, you know, you're not always treated as a whole person, you're treated as
individual bits, aren’t you.”

e Theme 5: Although HCPs in our study valued the role family carers played, there was little formal recognition of the carers’ role, and no
systems for negotiating how or when carers’ views could be incorporated into care planning. This was reflected in the many examples
provided by their interviews where carers felt undervalued or excluded from decision-making about their relative’s care.

o Finding 1: Carer Diabetes: “do you remember that mum, you know your method for testing your blood that you’d used for years, last Easter
the nurse came on Maundy Thursday, the day before Easter and she gave you a new machine to do it...And you could not fathom it at
all...No, no, none of us could, could we? It was chaos...”

e Theme 6: There were many challenges for family carers. These included difficulty in understanding how health systems worked and who to
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contact, their own health problems, emotional and practical challenges of changing roles

o Finding 1: Carer Stroke: “gradually | took over the medication, each step was really painful, you know ‘cos he always used, he was on by
the time when he started sort of losing grip on things he was on a lot of medication, six or eight different pills a day and he would line them
up and take them one at a time and so on, and then | started putting them in dosette boxes and then he started not remembering to take
them and then he would take them at random so gradually | took over the whole thing and | mean there were a lot of tears and agony.”

Theme 7: Living at a distance and/or with work and family commitments that made taking on responsibilities for day-to-day care difficult.
Caring at a distance may be particularly problematic for carers of PLWD as it is difficult for them to offer support or to monitor adherence to
medication over the phone.
o Finding 1: Carer Diabetes: “I know yesterday you had a bit of a problem because you thought, when | phoned you up in mid-morning you
thought that the lady hadn’t been to give you your medications and your Cornflakes but in fact she had, hadn’t she?” PLWD diabetes:
“she had, yeah.” Carer and PLWD diabetes: “so mum ended up having two breakfasts yesterday.”

Theme 8: Support from social networks, such as extended family, friends and religious groups, and from third sector providers were clearly

important to PLWD and their carers.

o Finding 1: Carer Stroke: “the Alzheimer’s Society have been fantastic...Oh the Alzheimer’s Society, oh .. that’s a godsend that is,
absolutely godsend, yeah.”

Theme 9: Formal support from health and social care was often seen as inadequate.

o Finding 1: Carers Diabetes: “they have a diabetic nurse and she rings up every now and again to get her readings.” And: “I don’t think
that’s very good, that’s one of the services that | don’t think is very good to be honest.”

Theme 10: PLWD and family carers valued continuity, in terms of relationships with practitioners but also in terms of encounters that
factored in the impact of dementia, that built on earlier conversations and appointments and that included people with dementia and their
carers in decision-making. Many PLWD and carers reported positive relationships with their GPs and recognised the role that GPs played in
coordinating care.

o Finding 1: Carer Diabetes: “[GP] yes, now she’s gone ahead with loads of things because she says ‘are you getting this, are you getting
that,” we told her what we’d had and what you know what he doesn’t have, so she says ‘right | shall get in touch with these people’ she
said ‘and help you’. Now as it happens she must have done very quickly, because we had a lady from the social services yesterday.”

Theme 11: How PLWD managed their care, for example, either independently, in tandem with a family carer or with external health and

social care support, was linked to where they were on the dementia trajectory. Some people with early stage dementia were still able to self-

manage their care. As the dementia got worse, the PLWD'’s ability to self-manage declined and responsibility moved, either partly or totally,
from the PLWD to a carer. These transitions often happened when strategies to facilitate self-management, for example, memory aids,
diaries and dosette boxes, ceased to be effective

o Finding 1: Carer VI: “we had a timer at the beginning and it bleeped when he should take a tablet, well he would go and turn the bleeper off
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and forget to take the tablet so.”
e Theme 12: Current infrastructure did not support the sharing of information across different specialities.

o Finding 1: Carer Diabetes: “but obviously anywhere new that we go, like for this colonoscopy and all that sort of thing, | always mention,
you know, ‘he has dementia quite, quite severe dementia’, | think when we went for a blood test for this colonoscopy it wasn’t on his notes
there, although it was on the original colonoscopy referral sort of thing. So it seems that within the hospital setup they don’t always transfer
all relevant information between departments.”

e Theme 13: For many participants, their comorbid health condition predated the diagnosis of dementia. Despite this, there appeared to be
inadequate consideration by some services of the implications of a diagnosis of dementia on the management of existing conditions.
o Finding 1: PLWD Diabetes/Stroke/VI: “memory loss, no, they're not interested in that, they're interested in treating the symptoms of
diabetes not somebody else’s, it's almost like somebody else’s problem but | don’t mean that hard heartedly, | mean that we are dealing
with this bit, there’s nobody, other than my GP looking at the whole picture.”

HCPs’ concerns about confidentiality meant that carers sometimes had trouble accessing the information they needed to manage their
relative’s care. For example, being refused copies of letters or details of hospital appointments. Although a number of carers and PLWD
mentioned lasting power of attorney, this was seen as facilitating management of financial affairs rather than healthcare.

What emerged from their analysis is that in order to facilitate access to care and improve continuity for PLWD and comorbid conditions, there
is a need for coproduction of care in which HCPs, PLWD and family carers work in partnership, the matching of management to the needs of
the individual (including ways of anticipating changes in needs and tailoring care appropriately), and improved collaboration across specialities
and organisations. They found examples of good practice, but these tended to be about the behaviour of individual practitioners rather than
system-based approaches; current systems may unintentionally block access to care for PLWD. Their study highlights not only how family
carers are often responsible for negotiating continuity and access for family members with dementia but also how care systems often hinder
rather than support their efforts.

They found that fragmented care, clinical guidelines that focus on single conditions and poor communication and collaboration between
different specialities were barriers to continuity and access to care for PLWD. Models of care designed to improve inter-professional working
include components such as case management, specialist nursing support, comprehensive geriatric assessment and colocation of different
specialities to promote integration and holistic care. Their study suggests that relatively minor changes to healthcare systems, such as
ensuring that PLWD are identified in advance of visits to outpatient services and primary care, or for providers to make information sharing
with family carers the default option while the person still has capacity to decide, could lead to improvements in care.

e Was there a clear statement of the aims of the research? Yes
e Is a qualitative methodology appropriate? Yes
e Was the research design appropriate to address the aims of the research? Yes
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e Was the recruitment strategy appropriate to the aims of the research? Yes

¢ Was the data collected in a way that addressed the research issue? Yes

e Has the relationship between researcher and participants been adequately considered? Yes
e Have ethical issues been taken into consideration? Yes

e Was the data analysis sufficiently rigorous? Yes

e Is there a clear statement of findings? Yes

e How valuable is the research? Very valuable

Overall quality: High

Study details

Participants

Methods

Country/ies where the study was carried out: UK

Study type: focus group interviews

Aim of the study: to assess the Adaptation-Coping Model

Study dates: not provided

Source of funding: not provided. The investigators were staff at the University of Worcester and University Medical Centre, Amsterdam.

e Sample size: 9 people living with dementia and 6 carers

e Inclusion criteria: Two focus groups were undertaken with people living with dementia and their family carers who had attended one of the
UK Meeting Centres.

e Exclusion criteria: none

e Sample characteristics: Average age of the 9 people living with dementia was 81 years (range 65-93). Average age of the 6 carers was 73
years (range 70-80). All focus group participants were white-British and came mainly from skilled professional backgrounds. A number had
held professional positions (e.g. former engineer, bank manager, armed forces, architect, teacher); others had worked in the caring
professions (e.g. care-home manager, GP, midwife) whereas others had been home makers.

The Adaptation-Coping Model recognises that when someone receives a diagnosis of a severe illness or a chronic condition, there are many
changes to which the person and their family have to adjust. These changes are conceptualised as adaptive tasks or challenges. How the
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person and their family deal with these tasks is based on their cognitive appraisal of them. The appraisal will be affected by the history of the
person and their family, the specific symptoms of the condition and their social and material resources. How the tasks are appraised may lead
to a straightforward automatic adaptation for some. Others will develop new coping strategies and behaviours, depending on the difficulties the
person experiences.

Family carers are confronted with adaptive tasks over time. The degree to which the carer is able to adapt to the situation depends on their
personal attributes and the support they receive. Just as the person diagnosed with dementia goes through different stages so does the carer.
In these different stages the carer needs different types of support. During the initial stages, when the carer realises that significant change is
happening, all kinds of emotions and frustrations may be triggered. Families need to make decisions together about the future. What the carer
needs most at this point is information about dementia, services and emotional support. At a later stage, the carer needs to get practical
support as care tasks become more complex. They may need to step back in order to maintain their own emotional balance. Carers often
experience feelings of guilt about this. Understanding why this is occurring, and providing emotional support can help the carer at this stage.
The carer becomes re-involved in the care by learning skills to enable them to manage their day-to-day interactions with the person living with
dementia.

e Theme 1: Family carers valued having the opportunity to learn more about dementia and see other people in the same situation. It enabled
some carers to gain a broader perspective on their own experiences, and facilitate adjustment. By seeing how their relatives were treated at
the Meeting Centre and responded to the interactions, some carers were able to reflect on the difficulties faced in their everyday lives. In
particular, one carer commented on how their family inadvertently treated her husband:

o Finding 1: A carer said: “When our family come round, they all find it quite difficult to deal with it, don’t quite know how to be, so | think
they just, they have all their conversations going, [my husband] can’t keep up with it, so he just sits back and lets it all go on around him.
And he gets forgotten. And | occasionally try to bring him in, as soon as he starts to talk he loses his words, so he just goes back into his
shell. And they gabble over the top of him. They’re not being cruel, but they don’t know how to deal with it.”

e Theme 2: Participants liked the warmth and friendliness of the staff. It gave them confidence.

o Finding 1: A participant said: “I think my first impression was how friendly and warm, when you walk through the door. The friendliness
and the warmth ‘cos friendliness and warmth mean safety to speak™

o Finding 2: A participant said: “it’s the atmosphere, it's welcoming, warm, it's safe, it's, you can be you.”

o Finding 3: A participant said: “it’s just nice to be here with other people, listening to what they think, so you don'’t get too introverted.”

o Finding 4: A participant said: “In lots of ways | feel | am drowning all the time, it gives you a chance to pick up a little bit. So it helps two
people.”

o Finding 5: A wife of a person living with dementia said: “I think that’s why they want to come, because they’re made to feel quite special.
Where in the big wide world, they don’t feel special any more outside, they've lost all that”. She also commented that “[my husband] says
‘when | come in they all go morning [his name]’, he said ‘and | feel as though | matter, that I'm noticed again.”
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o Finding 6: A carer said: “[...] every single person, without fail, who came in through the door went up to him, shook his hand and said ‘I'm
so and so, what’s your name?’ Every single one. And they all sort of came and sat round him and involved him in conversation. Well you
know, that was really lovely and we really sort of noticed that didn’t we? Rather than him just come in and be sitting in a corner, and
nobody speak to him, instantly he was involved.”

e Theme 3: Some carers felt that they were unable to share their true feelings or experiences with family members for fear of judgement, and
again the Meeting Centre provides a supportive space for those feelings to be aired:

o Finding 1: A carer said: “So a very positive experience for [my wife] but also for me. Because | can talk to you folks about it, and you’re
not going to look back in horror. Last week, one of the family members came up, “I was absolutely frustrated the other day”, he said “I got
hold of two mugs and threw them on the floor”. I've never done that, I've got close to it, | can understand it and not be judgemental about
it.”

e Theme 4: The experience enabled some people to reflect upon their own emotional adjustment.

o Finding 1: One person with dementia who had a military background reflected; “Perhaps I’'m too organised like that. Perhaps | shouldn’t

be like that. Perhaps I've got to sit back and relax a bit more.”
e Theme 5: The planned activity provided a useful structure.

o Finding 1: A participant said: “The Meeting Centre is a meeting centre | know, but sometimes | think you need to have an activity to focus

on, otherwise we’re always just coming here and meeting people.”
e Theme 6: The participants felt that they were not alone.

o Finding 1: A participant said: “Well we've got nothing to compare it against have we? We’ve got preconceived ideas. If everybody else is
feeling the same way, and expressing the same fears and contradictions, it's a relief in a way that you can share these opinions and not
feel as though you’re the odd one out.”

o Finding 2: The Meeting Centre was felt to be “a great benefit | think, socially” (A participant)

o Finding 3: A participant said: “you can come and meet different people, find out different things that are happening.”

o Finding 4: a participant said: “it's almost like an instant friendship isn’t it? You know, you see somebody a couple of times here, and
they’re your friend.”

o Finding 5: A wife of a person living with dementia said: “Brilliant, | would not like to be without it. It's a saving not only for me but for [my
husband] as well, because he comes alive when he’s with other people. He'll not necessarily remember what he’s done, but he enjoys
coming, and he wouldn’t come if he didn’t, you know. It's absolutely wonderful.”

e Theme 7: Seeing other people in similar situations and getting outside perceptions helped one carer to reassess how he views his wife’s
situation:

o Finding 1: “And to me, one of the first things that struck me was half her behaviour, it's strange compared to the norm, whatever that
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might be, but in terms of dementia, it's not. And people say “oh, she’s doing rather well now”, and you think “no she’s not”, she is not, but
then no she isn’t, but I’'m comparing her to how she was six, seven, eight years ago.” (Husband)

e Theme 8: The participants enjoyed attending and therefore the attendance was good.

o Finding 1: A participant said: “It's noticeable though that people who start to come here carry on coming. There’s very few people who
drop out. So they must, there must be something here that’s attractive.”
o Finding 2: A carer said: “He’ll say ‘when am | going to the Alzheimer’s group?’ Now that’s the nearest | get to him looking forward to doing

anything.”
The framework can potentially be used directly by the person diagnosed and their family. It could also be utilised by the many statutory and
third sector services and personnel who offer support in these early stages. It could be useful to dementia advisers, dementia support workers,
peer support groups, carer support groups, memory assessment services and community workers to provide a shared language to clearly
articulate the aims of their particular offer.
e Was there a clear statement of the aims of the research? Yes
¢ Is a qualitative methodology appropriate? Yes
e Was the research design appropriate to address the aims of the research? Yes

e Was the recruitment strategy appropriate to the aims of the research? No. UK Meeting Centre usage, recruitment and selection was not well
explained.

e Was the data collected in a way that addressed the research issue? Unclear. Some of the quotes are not appraisals of the intervention.
e Has the relationship between researcher and participants been adequately considered? Yes

e Have ethical issues been taken into consideration? Yes

e Was the data analysis sufficiently rigorous? Yes

e Is there a clear statement of findings? Yes

e How valuable is the research? Valuable

Overall quality: Moderate

Study details

Country/ies where the study was carried out: UK
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Study type: Semi-structured interviews with focus groups of people living with dementia.

Aims of the study: To explore the acceptability of self-management to participants. To explore how intervention components may fit with
participants needs. To investigate views of intervention delivery in terms of timing of sessions, extra support required outside of the group time
and tutors.

Study dates: Not provided. This study was published in 2015.
Source of funding: Warwick Coventry Primary Care Research

Participants e Sample size: 6 people living with dementia
e Inclusion criteria: All were well known to the Alzheimer’s Society and were judged by their experienced staff, who were involved in
intervention development to be in the ‘earlier’ stages of dementia and capable of coping with program requirements.
e Exclusion criteria: lllness and other engagements preventing attendance.
e Sample characteristics: 3 men, 3 women. The mean age of the participants was 68.9 years (SD 8.98) and all had a dementia diagnosis, with
a mean of 3.5 years (SD 3.5) since diagnosis. 5 participants were White British and one was White Irish. All had co-morbid health conditions
including hypertension, hernia, carcinoma, hearing difficulties, history of stroke, osteoporosis, cardiac conditions and a history of depression.
One participant was concurrently attending a day care centre and two participants regularly attended an ‘Alzheimer’s Cafe’, which is where
people living with dementia and their partners socialise and receive education and support from health care professionals. All participants
were no longer in full-time employment and all participants were still living at home. Five of the six participants had a partner acting as a
carer, with the other participant living alone and being supported by visits from his son.
Methods This table provides the intervention objectives and content for each of the six sessions. One session took place per week for 2.5 hours each:
Session Brief description
Session 1 | Introductions, outline of participants’ responsibilities
Outline of course structure, content and aims.
Identifying and sharing experiences to be thankful for; generating and sharing positive emotions.
Introduction to diaphragmatic breathing.
Identifying goals that are pleasurable and meaningful and noting down and sharing goals (participants to share written
copy of goal with family/friend and receive mid-week reminder phone call).
Session 2 | Review of Session 1.
Practicing diaphragmatic breathing.

Discuss the information participants have used, what is more or less useful, remaining questions and explore ways to
seek out information.

Discuss the importance of staying active and healthy, including diet and exercise, and problem solving around how to
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stay active and healthy.

Identifying goals that are pleasurable and meaningful and noting down and sharing goals (participants to share written
copy of goal with family/friend and receive mid-week reminder phone call).

Session 3 | Review of Session 2.

Practise diaphragmatic breathing focusing on one word associated with relaxation.

Based on Seligman’s (2002) suggested activity, present participants with list of strengths and then discuss which
strength they identify with most.

Express emotions around dealing with memory loss and share these experiences; share strategies participants use,
which help reduce negative emotions around memory loss.

Identifying goals that are pleasurable and meaningful and noting down and sharing goals (participants to share written
copy of goal with family/friend and receive mid-week reminder phone call).

Session 4 | Review of Session 3.

Sensory relaxation activity with imagery of, for e.g. walking through a garden on a summer’s day (or, if participants
request more practice, practise diaphragmatic breathing focusing on one word associated with relaxation).

Share the idea of a memory box and how to make one (box of personal mementoes and photos important to the
individual, often accompanied with brief written description); encourage to again share emotions associated with memory
loss and positive past memories.

Building on personal strengths activity, discuss idea that doing activities we are good at can increase happiness, discuss
continued importance of enjoyment in life, encourage participants to focus on strengths and set goals around this.
Identifying goals that are pleasurable and meaningful and noting down and sharing goals (participants to share written
copy of goal with family/friend and receive mid-week reminder phone call).

Session 5 | Review of Session 4.

Discuss changes in personal relationships and emotions associated to this, guide consideration of reasons for this,
consider importance of maintaining activity and how this may impact on relationships (may illustrate with a story of a
couple or family taken from tutor’'s experience or Alzheimer’'s Society online resources).

Consider the advantages and disadvantages of talking about emotions and difficulties with family/friends/carer, for
example negotiation required around who does household chores, encourage participants to discuss any difficulties
openly and plan how communication could be improved.

Identifying goals that are pleasurable and meaningful and noting down and sharing goals (participants to share written
copy of goal with family/friend and receive mid-week reminder phone call).
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Session 6 | Review of Session 5.

Sensory relaxation activity with imagery of, for e.g. walking through a garden on a summer’s day (or, if participants
request more practice, practise diaphragmatic breathing focusing on one word associated with relaxation).

Explore aspects of relationships with health and social care that work and do not work so well, present and discuss list of
commonly used improvement strategies including, e.g. booking double appointments and definitely asking questions
when information provided is too complex.

Tutor first models and asks participants to think of some of their negative characteristics and then some of their positive
characteristics and then review the idea that we are all a mixture of positive and negative.

Share recent successes, including attending the course, enjoying the sessions, being more active and achieving goals,
for example.

Review course material, collect feedback and thank participants.

Delivery was guided by a structured tutors’ manual. It includes commonly used self-management activities such as relaxation, goal setting,
action planning, goal feedback, problem solving, identifying personal strengths and maintaining a focus on engaging in pleasurable activities.
Participants received handouts and mid-week phone calls to remind them of their goals.
There is a strong social element promoting the experience that one is not facing unique problems but experiencing similar issues to others,
known as ‘universality’. The intervention draws from self-efficacy theory, positive psychology and curative factors of group programs.
An experienced ‘lay’ self-management tutor and a clinical psychologist, specialised in older adults’ mental health, were trained to deliver the
intervention reflecting the innovative ‘co-delivery’ model that has been successfully used in self-management. In addition to the two tutors, the
‘course champion’ role ensured a person with dementia was involved in delivery. This role was designed to incorporate personal experience of
living with dementia into the delivery of the intervention, in addition to eliciting this from participants. The ‘course champion’ is also able to role
model living well with dementia. Involvement of ‘expert patients’ is common in self-management interventions and acknowledges the
experience that people have in managing their own conditions and showcases how active people can be in their own care. Research has
identified that people with dementia may perceive themselves (or be perceived) as no longer able to contribute to society in a meaningful way.
The ‘course champion’ role challenges this by directly including a person living with dementia in the intervention delivery. Their level of
involvement is self-selected and supported by the two tutors. The course champion was a man living with Alzheimer’s dementia for around 5
years at the time of the course. He was verbally able and gave consent to take part in the role. He selected intervention activities he felt able to
deliver and provided a positive role model during goal setting and the ‘Staying active and health’ activities.
Tutor and course champion training
The two tutors and course champion attended two half day training events (led by an experienced volunteer, lay-self management tutor and
co-author AT, an experienced self-management researcher and tutor). Initially, the intervention targets were reviewed and a brief explanation
concerning how the intervention had been developed was given. Next, we worked through the tutor manual that had been developed, outlining
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each activity, role-playing delivery and exploring how to respond to challenging situations, for example if participants do not want to goal set or
become disruptive, dominating and angry.

As each activity was discussed, the course champion provided input, for example including potential areas where further explanation may be
needed or activities where language may be simplified. Additionally, he worked with the trainers and tutors to select activities he felt
comfortable inputting into and planned how he would do this, for example by modelling goal setting and sharing his experience of using the
memory box. Support needed for the course champion was planned, including prompts to invite his input and scheduled reminders for him to
bring materials to the group.

Finally, training covered motivational interviewing skills, group facilitation skills and the practical aspects of the tutor role, handling the
materials and IT equipment used to display prompts to participants.

Data collection and analysis

Course participants attended a post-intervention focus group, having given informed consent. The focus group schedule was designed to
explore experiences, any perceived benefits, most/least useful program activities and perceptions of tutors and course champion. It was semi-
structured with a ‘lead in period’, allowing participants to describe their experiences, highly collaborative and with a joint agenda, meaning the
researcher allowed participants to talk about topics they desired to and worked to validate participants’ experiences.

The focus group began with open-ended questions regarding the course and their views and impressions of it. Then, prompts were used to
remind participants of each course activity to promote discussion of their experiences or views of individual activities.

Prompts were brief descriptions of the activities and visual prompts of some of the course materials. For the goal setting activity, the
interviewer reminded people of the goals they had set to help prompt discussion. No other reminders or prompts were given. The focus group
was led by one of the researchers who they had previously met.

The course champion was unable to be interviewed due to unrelated unforeseen personal circumstances. The two tutors were also
interviewed. Interviews and focus group were audio-recorded, transcribed verbatim and analysed thematically. Two researchers independently
analysed the data, searching for potential themes. Transcripts were read and re-read and initial codes generated and these were collated into
initial themes. Where participants provided differing perceptions, this was noted in the coding and is reflected in the reported analysis. No a
priori coding frame was used, although study aims were kept in mind. Themes emerged from the data. Themes from the two researchers
analysing the data were compared and disagreements discussed and resolved by a third researcher where necessary. The structure of
overarching themes and sub-themes was created through discussion.

Thematic e Theme 1: Although participants said they could not recall all of the activities, they had enjoyed the program:

analysis o Finding 1: A person living with dementia said: “It has been very enjoyable. I'll miss it. . . | have enjoyed, | must have enjoyed it because |
wanted to come back”.

o Finding 2: A person living with dementia said: “I know everything is going in, but it doesn’t always come out at the same time. So | know at
certain stages, something from this meeting will come back to me”.

e Theme 2: The participants felt empowered:
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o Finding 1: A person living with dementia said: “Get on with life, like normal. You can’t get up in the morning and say “oh God. I've got
Alzheimer’s and | can’t go out”. Give me my golf clubs and I’'m off up in that field”.

o Finding 2: A person living with dementia said: “Everybody should set themselves goals to achieve, | feel, rather than just stagnate”.
e Theme 3: Peer support was considered valuable by participants:

o Finding 1: A person living with dementia said: “I think a key (benefit) has come out at the end, is just that bonding. That group identity.
Being with other people in a similar situation”.

o Finding 2: A person living with dementia said: “You know you’re not alone”.
o Finding 3: A person living with dementia said: “We all have one thing in common. It, sort of, puts you at rest, really”.
e Theme 4: Participants found the relaxation activity of diaphragmatic breathing relaxing:

o Finding 1: A person living with dementia said: “That’s one thing which has really changed [worked]. | find it very hard to relax. | have
always worked. | have always been quite dynamic and been always doing things”.

o Finding 2: A person living with dementia said: “It was actually brilliant, and | adapted it, and | use it on a day-to-day basis”.

o Finding 3: A person living with dementia said: “It's about minimizing the stress, because when you can’t find the thing you are looking for,
you stress about that”.

Author’s Participants were able to attend, complete activities and reported some benefits from this.
comments
Quality e Was there a clear statement of the aims of the research? Yes

assessment |5 g qualitative methodology appropriate? No. Data was collected straight after the course ended. There was no follow-up period.
e Was the research design appropriate to address the aims of the research? No. There was no significant follow-up period.
e Was the recruitment strategy appropriate to the aims of the research? Yes
e Was the data collected in a way that addressed the research issue? Unclear. There are follow-up period issues.
e Has the relationship between researcher and participants been adequately considered? Yes
e Have ethical issues been taken into consideration? Yes
e Was the data analysis sufficiently rigorous? Yes
e |s there a clear statement of findings? Yes
e How valuable is the research? Fairly valuable.
Overall quality: Very low. There was no follow-up period as such.
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Study details  Country/ies where the study was carried out: UK
Study type: before-and-after qualitative study of standard care and then outcome-focused care. Semi-structured interviews
Aim of the study: to discuss whether the use of outcome-focused homecare improves the subjective well-being of the familial carers of older
people with dementia. It also discusses familial carers’ perception of whether this intervention has improved the well-being of their relative.
Study dates: not provided. The paper was published in 2014.
Source of funding: not provided. The investigator was a Senior Lecturer at the University of Central Lancashire, Preston, UK.

Participants e Sample size: 20 familial family carers.

e Inclusion criteria: All 20 participants were recruited by a voluntary process and all had relatives living on their own in the community and
experiencing dementia that meant they would be unable to live independently without the support of paid carers in addition to their friends
and family.

e Exclusion criteria: None

e Sample characteristics: The sample of familial carers (n=20) was distributed as females (16) and males (four) all females were married
(n=10) having dependent children under the age of 16. The four males were divorced or single and lived on their own. All participants were in
employment of more than 16 hours per week. The mean age of the sample was 51.

Methods Prior to the commencement of this study the older people had been receiving the standard model of care which is classified as the time and
task model of homecare, which may be defined as: "The division of assessed care needs into time allocated components and is measured by
the completion of tasks rather than assessed outcomes”. This care tended to be purchased from a number of providers and was allocated
within set time limits of 15-minute slots.

Outcome focused care may be defined as: “Outcomes are defined as the impact, effect or consequences of a service or policy. Outcome-
focused services are therefore those that meet the goals, aspirations or priorities of individual service users.” For this definition of the outcome-
focused care model to be applied, care and outcomes were agreed in consultation with the paid carer, the older person and their family and
was reviewed on a daily basis.

The first semi-structured interview with the carers took place at the commencement of the use of outcome-focused care and another semi-
structured interview with the carers six months into the intervention. During the interview, the carers completed the individual Likert rating
scales for their self-identified subjective well-being and also their ratings for the subjective well-being of their older relative receiving the
outcome-focused model of care. The relatives were also asked to express the two main concerns they had about caring for their dependent
relative or friend. These themes were then analysed by the use of thematic analysis.

The carers were asked to identify their two main concerns they had about their relative experiencing dementia. They were all asked the
following question: “In the last month what has caused you the most concern about caring for your relative/friend? Could you please give me
two, one that is your main concern and one that is secondary?”

The responses to the question were placed into four broad categories displayed in the tables below (inability to cope, feeling isolated, inability

© NICE 2018. All rights reserved. See Notice of rights.
59


https://www.nice.org.uk/terms-and-conditions

Dementia
Appendix E: Evidence tables

to get help and fear of harm coming to the sufferer).

Thematic e Theme 1: Standard care: The most common concern of familial carers is the feeling of not being able to cope.
analysis o Finding 1: Table 1 shows the carers’ main concern. Table 2 shows the carers’ secondary concern:
Main concern
Description of concern Number of
participants

Inability to cope 12

Feeling isolated 3

Inability to get help 3

Fear of harm coming to the 2

sufferer

Secondary concern

Description of concern Number of

participants
Feeling isolated 8
Inability to get help 6
Inability to cope 3
Fear of harm coming to the 3
sufferer

o Finding 2: One carer said before the use of outcome-focused care: “I dread the phone, it's either the homecare saying they called but
couldn’t get in, or the police saying they have found dad again. Dad is a little chaotic now, but the care is so structured a set time and if you
miss it that’s it! That means | have to fill the gaps or get up in the middle of the night. | have a full-time job and two kids at school; it's a
living nightmare at times | just feel | can’t carry on.” This comment was reiterated by most of the carers.

o Finding 3: One carer said before the use of outcome-focused care: “The pressure is relentless, mums condition will continue to get worse,
and everyone looks to you to sort it, when what | really want is some support. It is more difficult than you think.” This comment was
reiterated by most of the carers.

e Theme 2: Standard care: The sense of isolation expressed by the participants came over very strongly in the interviews. Most of the
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respondents were family members who had social workers, district nurses and homecare workers involved in the older persons care. This

isolation appeared to come from their sense that they were on the outside with little control because the care was planned by the other

professionals. Family carers felt that they were isolated as they had all the responsibility and in their eyes and potentially all the blame when
things went wrong. This sense of isolation is summed up in the following responses:

o Finding 1: One carer said: “Dad had a really difficult week last week. He didn’t let the homecare workers in and he didn’'t cooperate when
they did get in so they ran out of time. The social worker rang me to let me know. But what am | supposed to do | am left on my own then
with all the pressures.”

o Finding 2: One carer said: “I sat in the park for hours last week to get away; | felt so alone. Everyone expects me to sort things and | have
nowhere to go or no one to help me.”

In common with the other participants, the two participants above had a lot of input from homecare agencies and social workers. What came

across was their sense of disconnection from the care package and how things were done, over which they had little control or even

consultation. This sense of powerlessness impacted upon the carers’ own sense of control and led them to feel helpless and unable to control

events.

e Theme 3: Outcome-focussed care: There was an improvement in the carers’ self-reported subjective well-being, six months into the
outcome-focused homecare intervention.

o Finding 1: This is demonstrated by the table below. The participants were all asked the following question: In the last week how would you
rate the impact of your caring responsibilities on your subjective well-being?

Subjective well-being response

Self-reported First interview Six-month interview Overall
subjective well-being number of number of change *
score responses responses

1. As good as it gets 0 0 0

2. Very good 0 0 0

3. Good 1 10 +9

4. Neither good nor 7 9 +2
bad

5. Poor 7 1 -6

6. As bad as it gets 5 0 -5

Therefore, there does appear to have been an improvement in the carers’ self-reported subjective well-being, six months into the intervention.
These findings were followed up in the interviews to ascertain what had changed for the respondents; these were some of the responses:
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o Finding 2: One carer said: “Well it feels more supportive and there is the consistency. The same four staff delivers the care, they have my
mobile and we communicate. It feels more like | am part of a team rather than an outsider.”

o Finding 3: One carer said: “Having the same people — they know mum even though she doesn’t really remember them, so they know her
idiosyncrasies and her temper and they manage her well between them.”

o Finding 4: One carer said: “The care is very flexible if they can’t get in they go back so things aren’t left to me alone, we sort it between us.”

e Theme 4: Outcome-focussed care: All the carers felt the subjective well-being of their relative had improved after the six month outcome-
focused care intervention.

o Finding 1: This is demonstrated by the table below:
Subjective well-being response

Self-reported subjective well- First interview Six-month Overall

being score number of interview number | change *
responses of responses

1. As good as it gets 0 0 0

2. Very good 0 0 0

3. Good 0 0 0

4. Neither good nor bad 0 17 +17

5. Poor 9 3 -6

6. As bad as it gets 11 0 -11

The participants were all asked the following question: “You have indicated that there has been an improvement in the subjective well-being of
your relative, can you tell me why you think this is the case?” Two of the responses are below:

o Finding 2: One carer said: “Mum just appears more settled in herself, things tend not to become a crisis as they did before. When things
went wrong before, it would take days to settle mum down again. The consistency of the care staff has made a huge difference.”

o Finding 3: One carer said: “Mary [relative] has some ability to remember faces and people. Before, the carers kept changing and this just
made Mary’s agitation worse as she constantly tried to make connections between all the different people. Now that it's mainly the same
four people, Mary is more settled and her agitation appears to have decreased.”

Author’s The Authors report that the carers experienced ambient stress that was constantly around them and especially the need to balance work and

comments numerous care commitments. This was particularly the case for the female participants who, in addition to the responsibility they felt
themselves, also felt that that the male members of the family expected that they should be responsible for the older relative and the childcare.
The minority of male respondents who were single reported feeling isolated rather than unable to cope and reported that the pressure of caring
for a relative whose behaviour was unpredictable, limited their ability to build a life outside of their caring role.
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The inability to get help and the fear of harm coming to the older relative were quite closely linked in the interviews to the main themes. All the
participants were in employment which meant that it was difficult for them to attend meetings or to have contact with care staff, especially
social workers and homecare managers who also tended to work Monday to Friday. This often meant care was planned without their presence
or with only a very limited input. Therefore, working relationships which could have been used to gain help and support were not established.
This was acutely felt at weekends and bank holidays when only skeleton staff were available, who had little or no knowledge of the older
person’s case. The fear of harm coming to their relative was present throughout the interviews and although it was not reported as the major
concern by the participants it was a major concern that caused them a great deal of anxiety and stress.

The sense of being a team was echoed by a number of the respondents. The fact that the care process was a continual negotiation and they
knew who they were speaking to helped them to feel part of the team. The continuity and flexibility of the care assisted the carers in feeling
more supported and provided them with a sense of inclusivity.

Consistency of the outcome-focused care provided the relatives with the ability to intervene before crises occurred. This early intervention
appears to have limited the episodes of agitation and confusion experienced by the older service users. It has also lessened the need for the
relative to plug the gaps left by the previous system, especially where staff were unable to gain entry on their first visit and therefore unable to
deliver care. Therefore, the ability to micro manage the care at a relatively informal level appears to have improved both the well-being of the
carers and their relatives.

Outcome-focused care as a model, provided consistency and flexibility that allowed the formation of relationships between the carer and the
paid care staff. This relationship allowed the carer to feel less isolated in the care process and in their opinion assisted in the improvement of
their relatives’ subjective well-being. This study also found that the relatives felt that the subjective well-being of the older person receiving the
care had also improved.

This study shows that it is the consistency of the care provision combined with the ability to form relationship between carers, paid care staff
and the older person experiencing dementia that has the greatest impact.

Quality e Was there a clear statement of the aims of the research? Yes

assessment |5 5 qualitative methodology appropriate? Yes

e Was the research design appropriate to address the aims of the research? Unclear. The author did not say whether saturation of themes
had been achieved.

e Was the recruitment strategy appropriate to the aims of the research? Unclear. The selection of the participants is unclear.

e Was the data collected in a way that addressed the research issue? Yes

e Has the relationship between researcher and participants been adequately considered? Unclear. The relationship was not stated.
e Have ethical issues been taken into consideration? Unclear. The source of funding was not mentioned.

e Was the data analysis sufficiently rigorous? Yes

e Is there a clear statement of findings? Yes
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e How valuable is the research? Very valuable.
Overall quality: Moderate

Study details

Participants

Methods

Country/ies where the study was carried out: UK

Study type: comparison of a clinic-based service and a community service. Qualitative interviews.

Aim of the study: This study reports the findings of an evaluation study comparing a clinic-based and a community service.
Study dates: Not provided. This study was published in 2016.

Source of funding: Two of the four investigators’ positions were funded by a research project grant from Pfizer/Eisai. These two investigators
were staff at the Division of Primary Care, University of Liverpool. The other two investigators were staff at the School of Human and Health
Sciences, University of Huddersfield.

e Sample size: 10 people living with dementia and their carers. The sample was split equally between the community-based and memory clinic
services.

e Inclusion criteria: people with dementia and their main informal carer receiving treatment either via a hospital-based memory clinic, or via a
community-based nursing service.

e Exclusion criteria: none

e Sample characteristics: not provided

The two services

The first service was community-based. As part of its care pathway, initial assessments took place at home, followed by diagnostic

assessment within a hospital outpatient’s clinic. Service users were subsequently monitored and assessed by community psychiatric nurses at

six-monthly intervals within their own homes. Nursing staff were supported by consultant geriatric psychiatrists.

The second service was a traditional memory clinic based within a hospital outpatients department. Service users initially attended the clinic

for a baseline assessment and diagnosis, followed by subsequent six-monthly monitoring and efficacy assessments.

In both services, efficacy was monitored using Mini-mental State Examination (MMSE). Each service also used different activities of daily living

assessments. The memory clinic provided a more prolonged assessment compared to the community service.

Sample

© NICE 2018. All rights reserved. See Notice of rights.

64


https://www.nice.org.uk/terms-and-conditions

Dementia

Appendix E: Evidence tables

Thematic
analysis

In-depth qualitative interviews took place with a sample of 10 dyads (people with dementia and their main informal carer) receiving treatment
either via a hospital-based memory clinic, or via a community-based nursing service. The sample was split equally across the two services.
Both sites were located in two distinct urban areas within the county of West Yorkshire in the UK. Service users were assigned to each site on
the basis of their geographical location and which of the two services they were currently using. Sampling was based on a convenience
sample: suitable participants already using each service were identified and recruited with the assistance of healthcare professionals and
charitable agencies within the study area. In all cases, participants were living together in their own homes. Criteria for inclusion in the study
were based upon NICE guidance for the provision of anticholinesterase drugs; including a diagnosis of mild—moderate dementia of
Alzheimer’s type.

Interview process

The semi-structured interviews involved an open-ended agenda relating to personal experiences of using the two services, and to the impact
of the services on health and well-being. Interviews were designed to enable people to discuss areas of importance to them, and for the
interviewers to probe and explore emerging issues.

Interviews lasted between 30 minutes and 1.5 hours, and took place in the person’s own home. Interviews were transcribed and coded prior to
data analysis.

Transcripts were subsequently analysed using template analysis. Data were coded into general domains that were highlighted as important
during interviews. On subsequent readings, each domain was further expanded into themes and sub-themes. Here we report domains relating
to perceptions of treatment location amongst service users and their carers.

e Theme 1: (Community-based service) Meeting health and social care professionals at home was more relaxing and less stressful.

o Finding 1: One carer said: “| think it is more friendly if it's in your own home... and especially for my husband because he is in his own
environment, and he will be more relaxed, whereas | think if you go to a clinic, you can all be very tensed up... ... it is on more of a friendly
basis, and that is what | like about it.”

o Finding 1: One carer said: “The nurse is excellent and she could not be better at the job because she is casual, she is not formal, she is
completely informal, and she has a good laugh with you, and makes a joke of it.”

e Theme 2: (Community-based service) Being at home facilitated communication with health and social care professionals.

o Finding 1: One carer said: “If you are in the hospital you are in a different place altogether; [at home] you are sitting on your own settee,
with your own carpet and your own furniture all around you, you can be yourself . . . But in hospital, [. . .] you are not as relaxed, tense,
wondering what they are going to say next. [. . .] When you are in your home, no matter what the outcome is, you feel you can take it better
in your own home.”

e Theme 3: (Community-based service) For some, exposure to others at more severe stages of the iliness within the clinic was a potent
contributor towards anxiety, illustrating what could be expected as the disease progresses. Appointments at home removed this exposure.

o Finding 1: One carer said: “[I] think if you went into the hospital you would be sat in a waiting room. You are going to see people far worse
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Author’s
comments

than what my husband is. | would not want him to think, well am | going to end up like this, [. . .] that can be very distressing in itself, |
mean going down to [hospital] you see people in a worse state than yourself, which is distressing. No, | am satisfied with people coming.”

e Theme 4: (memory clinic) Difficulty and effort in accessing treatment.

o Finding 1: One carer said: “I mean the treatment is limited, as you know, so it makes you wonder sometimes if you are going through a lot
of hoops for no reason at all, if you understand my logic.”
e Theme 5: (memory clinic) Memory clinics provoke anxiety for people living with dementia.
o Finding 1: One carer said: “It may all be completely new once again so they go through the initial anxiety each time again. | have found
with [May] that if she is anxious... she will almost become like a headless chicken you know, things are going round in the mind, which are
completely unrelated to what is going on around her...”

In the current study, participants were generally satisfied with both services, with many being happy to be in receipt of any kind of effective
intervention, particularly drug treatments. However, when discussing the services, the cognitive benefits of the treatments were often
secondary to the psychosocial support they often gained from the service. Receiving treatment at home gave a person a greater perception of
control and empowerment over their own treatment, transcending their common experiences of health-care services.

The community service was highly regarded, with the home focus being thought of as the main advantage of this service.

Being at home made people feel valued as individuals, rather than being perceived as nondescript “patients”.

Receiving treatment at home raised important issues in terms of access to services, reinforcing the perception that the community service met
the patients’ needs. Participants strongly appreciated the fact that they did not need to travel to a clinic in order to access services. Being
visited at home by the community nurse eased the burden felt by carers by removing the additional tasks of arranging transport, and removing
much of the physical and emotional difficulty of attendance.

Feelings of anxiety and distress were linked to the experience of traveling to the clinic, either as a result of the actions and behaviour of others,
or from feelings of stigma from exposure to the public gaze. Carers’ own fears regarding the actions of people with dementia in public settings
were an important element in their general unwillingness to use public transport. In contrast, home was viewed as a safe, secure and
comfortable place, which removed the burden of attendance on the part of the service user and carer.

Participants commonly felt that they were had to work according to the requirements of the memory clinic system, rather than it operating to
meet their own needs. This was influenced by the experience of having to wait in the clinic, and of difficulties relating to traveling to and from
the clinic. Although appointments with different staff in the clinic were designed to run concurrently, they often failed to operate in this way,
occasionally resulting in lengthy waits between appointments. Traveling to the clinic was also described as problematic, particularly where
people had to rely on public transport, or on ambulances, which took a long time. Such delays heightened the perception that service users
had to operate within the confines of a system that was not designed to meet their specific physical and psychological needs.

Satisfaction with memory clinic personnel was high, but was based on experiences of the clinic as an institutional system. Therefore, issues
such as waiting times and areas within the clinic, and stress caused to service users during appointments and when traveling to and from the
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Quality
assessment

clinic were of key concern. Such issues were expected to occur within the context of an institutionally based system. These are particularly
important given the negative impact that anxiety and stress can have on the cognitive, emotional and behavioural state of people with
dementia.

e Was there a clear statement of the aims of the research? Yes

e Is a qualitative methodology appropriate? Yes

e Was the research design appropriate to address the aims of the research? Unclear. The authors did not state whether saturation of themes
had been achieved.

e Was the recruitment strategy appropriate to the aims of the research? No. It was not clear how recruitment was achieved.
e Was the data collected in a way that addressed the research issue? Yes

¢ Has the relationship between researcher and participants been adequately considered? No

¢ Have ethical issues been taken into consideration? Yes

e Was the data analysis sufficiently rigorous? Yes

e Is there a clear statement of findings? Yes

e How valuable is the research? Very valuable

Overall quality: Moderate

Study details

Participants

Country/ies where the study was carried out: UK
Study type: non-participant observation and semi-structured interviews.

Aim of the study: to evaluate a specialist person-centred community-based dementia service to establish whether high quality care was being
delivered and the conditions for doing so.

Study dates: February 2013 to August 2014
Source of funding: The College of Occupational Therapists, UK funded this study
e Sample size: 15 carers of people living with dementia

e Inclusion criteria: All 15 cases had been living alone and had been at a point of crisis when they were referred to the Daisy Chain service.
Examples of crises included wandering or behavioural disturbance, and lack of self-care including inadequate eating, drinking or personal
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hygiene, or suspected alcohol abuse, each of which required consideration of the need for institutional care. These problems were often
associated with the person with dementia being unwilling to accept care.

e Exclusion criteria: None

e Sample characteristics: Not provided. The carers were children, nephews or nieces, or family friends.

Methods Two researchers observed the Daisy Chain team at work, its meetings, documentation and database. Field notes were kept and compared
between researchers.
Interviews were semi-structured: respondents were asked to describe the health and welfare issues arising with the patient, describe the
involvement of the Daisy Chain service, and comment upon its value.
While analysing the first set of interviews, the investigators became aware that several of the patients had moved from their home into long-
term care. In view of the fact that reducing institutionalisation was a core objective of the service, they chose in their second set of interviews to
interview as many of the first cohort as possible instead of a new cohort. Fifteen interviews were undertaken in the first set of interviews, and
repeat interviews were performed in seven of these (seven others declined and one was in long-term care at the first interview).

All field notes, focus groups and interviews were tape recorded and transcribed.

Thematic e Theme 1: The person-centred community-based dementia service was well received.
analysis o Finding 1: One carer said: “It is an excellent service on the whole. | hope everyone gets the same service who find themselves in a similar
situation.”

o Finding 2: One carer of a person living with dementia who lived alone said: “I think it is an excellent organisation, | think they do the job that
they are asked to do and Mother is happy and I'm happy.”

o Finding 3: One carer of a person living with dementia who lived alone said: “She liked them all. She enjoyed their company.”

o Finding 4: One carer of a person living with dementia who lived alone said: “Motivation is the biggest thing. She hadn’t been in the bath or
had a shower or anything for, | would think, years rather than months. | knew that Mother would feel uncomfortable if | was to say ‘come on
strip off | will help you wash’. She would not want that. Although she felt it was quite difficult at first she is quite happy for the carers to do
that.”

e Theme 2: The person-centred community-based dementia service provides a personalised service.

o Finding 1: One carer said: “They are very good. They try to make up for the fact that she no longer had the car, she was still able to move
around, you know, mobile so they used to take her out, help her with her medication. | think they called every day and did something
different every day. You see, Mum used to be a hairdresser, she loved being with people, still does, you know she’s chitty chatty, likes
hustle and bustle.”

e Theme 3: The person-centred community-based dementia service helped carers to cope.

o Finding 1: One carer of a person living with dementia who lived alone said: “Without Daisy Chain | think | would have gone under a long

time ago and then what would have happened to Mum?”
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o Finding 2: One carer of a person living with dementia who lived alone said: “After the assessment, the carers started going to see Aunty.
They were fantastic. It was a weight off my mind. They were efficient and professional but gave Aunty all the time she needed. They visited
three times a day to keep an eye on Aunty’s mental health and diet and tablets they were concerned that she ate and drank properly.”

o Finding 3: One carer of a person living with dementia who lived alone said: “They’re much more patient than me, Mum gets upset
sometimes which upsets me and then things seem to get really tense and things start to go wrong. She gets upset and then | get upset
and that’s how it goes on. | don’t know how to deal with her sometimes, she just goes on and on and it grinds me down.”

e Theme 4: The person-centred community-based dementia service kept the people living with dementia and their accommodation clean.

o Finding 1: One carer of a person living with dementia who lived alone said: “She’s cleaner and the flat is cleaner too. That's so important.
You don't like to think of your Mum being dirty and smelly, do you?”

e Theme 5: The person-centred community-based dementia service enabled people living with dementia to stay at home.

o Finding 1: One carer of a person living with dementia who lived alone said: “She wants to stay at home. They make that possible. She
wasn'’t looking after herself properly and now she’s doing more. You know, she’s better. They spend time with her, you see. They don’t
rush her. They have increased her visits from one to three a day. It's been great . . . | found it difficult when she became incontinent. | can'’t
talk to mum about this. She used to have carers from social services going in 1 h a day. This wasn’t working. Well it wouldn’t, would it?
Mum needed more than that. They tried using bigger pads for her ‘problem’. They just weren’t able to give her any more time.”

o Finding 2: One carer of a person living with dementia who lived alone said: “The House Manager [warden] suggested | look for somewhere
else [for the person with dementia to live]. A registered home. However, the Daisy Chain view was very different.”

e Theme 6: The person-centred community-based dementia service had good communication.

o Finding 1: One carer of a person living with dementia who lived alone said: “They’re very patient, always give Mum time, don’t rush her,
reassure her and all that. | like the way you always know what’s happening.”

e Theme 7: Residential care homes are value for money at £1,600 per month.

o Finding 1: One carer of a person living with dementia who had recently moved into a residential care home said: “We pay £1,600 a month
and it's worth every penny.”

e Theme 8: Residential care homes are convenient.

o Finding 1: Family friend of a bereaved man with alcohol abuse and who was living with dementia, who had lived alone, about the change in
him when admitted to a residential home: “He’s really happy. We're happy. He has his own room but doesn’t have to worry about bills and
eating. It’s all done for him. We see him regular and it suits us.”

e Theme 9: Residential care homes are liked by residents.

o Finding 1: Nephew of a lady living with dementia who lived alone, was happily supported by Daisy Chain at the first interview but who had
moved to a residential care home at the second interview, and had then died: “She loved it and it became her home.”

e Theme 10: There is a ‘right time’ for someone living with dementia to move to a residential care home.
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o Finding 1: One carer of a person living with dementia who lived alone said: “| would like to think she can stay there [at home] until she
becomes a danger to herself.”

o Finding 2: Nephew of a woman living with dementia, second interview, at which point his aunt had moved to a residential home, and then
died a few weeks later: “It was the right thing to do. She wasn’t alone when she died. That’s important to me. Long-term care is OK when
the time is right. It would not have been right a couple of years ago, but was then.”

o Finding 3: Second interview of daughter of a woman living with dementia who had lived alone at the first interview: “The time was right . . .
without Daisy Chain [names of personnel] this would have happened a long time ago.”

e Theme 11: Some carers would prefer the person living with dementia to remain in their own home.

o Finding 1: One carer of a person living with dementia who lived alone said: “I want Mum to remain at home for as long as possible and will
try and do everything in my power to make sure that happens. | don’t want to see her in a home, it would break her heart, | can’t do that to
her.”

e Theme 12: There are sometimes differences of opinion between people living with dementia, paid carers and familial carers.

o Finding 1: At the first interview with the daughter of a woman living with dementia who lived alone: “I didn’t, and don’t want, Mum to go into
a home, she’d hate it. Daisy Chain means she can manage to stay at home. It’s all a bit fragile though.” At the second interview, the
woman living with dementia had died while awaiting placement in a residential care home. Referring to Daisy Chain’s reluctance to move
her mother to a residential care home the daughter said she was: “Let down by them in some ways...”

Carers deemed the service good because the care workers were kind, showed patience and understanding, and enjoyed the company of the
person with dementia. Good communication with carers was reassuring and another mark of success. A well-used communication book in the
patient’s home for staff and carers was cited as an example of this. Carers contrasted their experiences of the Daisy Chain service with those
of previous care services, where specific care tasks were undertaken in fixed periods of time and where little pleasure appeared to be drawn
from doing so.

The prevention of unwanted institutionalisation was acknowledged as one of the Daisy Chain service’s core objectives. At the point of referral,
most carers wanted the person for whom they cared to remain in their own homes.

However, avoiding institutionalisation per se was not the objective. The reason for the change in peoples’ opinions over time appeared to be
that as time went by the awareness of the person with dementia deteriorated to the extent that they no longer seemed to take overall pleasure
from being at home or when the risks of being alone were unacceptable. Avoiding institutionalisation when unwanted was an objective at one
point in time, but facilitating a smooth move into an institution could be an objective later on in the same person’s care.

This specialist dementia service delivered a different style of care from standard service provision to people with dementia. Instead of
impersonal, task-focussed and time-limited interventions, this dementia support service provided a personalised and flexible package of care,
which involved pleasurable social interaction. It appeared to deliver a service that was in accord with modern advice about good dementia
services. This care was highly appreciated and preferred by carers.
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e Was there a clear statement of the aims of the research? Yes
e |Is a qualitative methodology appropriate? Yes
e Was the research design appropriate to address the aims of the research? Yes

e Was the recruitment strategy appropriate to the aims of the research? No. Recruitment is not well explained. The investigators do not
mention if saturation of themes has been achieved.

e Was the data collected in a way that addressed the research issue? Yes

¢ Has the relationship between researcher and participants been adequately considered? Unclear

¢ Have ethical issues been taken into consideration? Yes

e Was the data analysis sufficiently rigorous? Unclear. The data was originally presented using vague themes.
e Is there a clear statement of findings? Yes

e How valuable is the research? Valuable

Overall quality: Moderate

Study details

Participants

Country/ies where the study was carried out: UK
Study type: semi-structured interviews

Aim of the study: this study aimed to develop a deeper understanding of the lived experience of people with dementia regarding their service-
related needs.

Study dates: not provided. This study was published in 2013.

Source of funding: not provided. The investigators were staff at: School of Health Sciences, Queen Margaret University, Edinburgh; Mental
Health and Wellbeing, NHS Lothian, Edinburgh; Care of the Elderly Team/Primary Care Dementia Team, Bonnyrigg Health Centre, NHS
Lothian, Bonnyrigg; Midlothian Council, Fairfield House, Dalkeith; Midlothian Community Hospital, NHS Lothian, Bonnyrigg.

e Sample size: 12 people living with dementia and 19 carers.
e Inclusion criteria: People living with dementia: dementia symptoms, experience of dementia services, ability to participate in interviews.
Caregivers: experience of supporting someone with dementia symptoms daily life, experience of supporting someone with dementia

symptoms to access appropriate services. Participants were approached by community mental health nurses and asked to consider
participation in the study.
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e Exclusion criteria: none

e Sample characteristics: In all 92% of the participants with experience of dementia were females; with the unpaid carers’ gender being 74%
female and 26% male. The average age of those with experience of dementia was 84 years (range: 77—93 years), and unpaid carers 65
years (range: 40—84 years). The majority of the participants with experience of dementia were widowed (59%), with 33% being married and
8% divorced. The unpaid carers’ employment status was as follows: 58% were retired; 21% were unemployed; 5% were in full-time
employment; 11% were in part-time employment, and 5% were self-employed.

e The average time between the onset of symptoms and formal diagnosis of dementia was 2.5 years (range: 1-5 years). In all 58% of the
participants with lived experience of dementia relied on informal support provided by their adult children, 42% of unpaid carers were their
spouses. Altogether 68% of the people with experience of dementia included in this study lived within the community, 32% were users of
residential care. The average time spent living at the current address for community-dwelling participants was 48 years (range: 27-58
years), whereas the average time of living within residential care setting was 19 months (range: 5—47 months).

The percentage of dementia severities were as follows: mild 40%, moderate 25%, severe 35%.

Methods This study made use of the data gathered through individual semi-structured, narrative interviews of people with experience of dementia and
their unpaid carers residing in Midlothian, Scotland.
The aim of data collection in this study was to elicit detailed stories, thoughts, and feelings from participants. It was the researchers’ intention
to facilitate an interaction which permitted participants to tell their own stories in their own words. Therefore, the interview comprised two
components. The main narrative aimed to encourage participants to recount their experience since the onset of dementia. This was followed
by further questions to explore areas of enquiry not covered during the narrative account.

The first author conducted all interviews. The interviews were arranged to take place in venues most convenient for the participants. Most were
conducted in participants’ own houses; however, in two cases Queen Margaret University counselling rooms were used as an interview site. In
nine cases the interviews with the person with lived experience of dementia and the unpaid carer were conducted separately, in one case it
was the person with experience of dementia and the unpaid carer’s wish to be interviewed together. The average interview time with service
users was 40 min (range 17—75 min), and 79 min with carers (range 35—118 min). Total average interview time was 70 min. Interviews were
transcribed prior to data analysis.

Thematic e Theme 1: Poor coordination of services. The participants particularly emphasized poor communication between existing services, which

analysis results in unsatisfactory case management and delays in service provision. The need for a single point of access to information and service
coordination was expressed as a means to manage these challenges and to facilitate more efficient and effective service delivery.
Participant reports also highlighted inconsistencies in care provision and suggested the need for well-defined care pathways. It was indicated
that introducing a care pathway managed by a single service would enable services to provide care more consistently allowing continuous
monitoring, appropriate and timely actions, and the same standards of care to be applied to all patients.

Carers commonly believed that they were expected to manage the care provided to their loved ones. This included facilitating
communication between the various services involved and ensuring that appropriate actions are undertaken, such as arranging
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appointments and ensuring they were kept.

o Finding 1: One carer said: “I'd just like a joined-up service, it's the main thing... ... | know it’s an overstretched system, but | think it maybe
needs checklists that are not there. Just to tick off, right, this is where we are.”

e Theme 2: Some experienced lack of continuity of care. Continuity of care, particularly in relation to the involvement of health and social care
personnel was seen as essential for providing high-quality care, ensuring its efficiency, and giving people with dementia a sense of familiarity
and security. It was felt that, due to the nature of the condition, failure to ensure continuity of personnel involved often causes anxiety and
distress for people with dementia who may experience difficulty memorising and recognizing new individuals. In the unpaid carers’ opinions
this affects the quality of care as people with dementia often take time to develop positive working relationships with health and social care
personnel. Lack of time to develop such relationships is exacerbated by frequent changes in staffing and may result in distress and poor
response to care efforts. By contrast, those people with dementia who experienced long-term, consistent professional involvement were
reported to enjoy social interaction with their paid carers and to respond positively to their caring efforts. Another issue linked to the lack of
service continuity was poor communication, which was also perceived as a factor reducing the quality and efficiency of care.

There was a general appreciation among the participants that securing continuity of staff can be extremely challenging for service providers.

Despite expressing their understanding of the factors impacting on this aspect of service provision, the need for greater consistency of health

and social care personnel was identified as one of the priority requirements for this client group.

o Finding 1: One carer said: “You were getting different people coming in which | really objected to... ... because of the changing, information
was not passed on.”

e Theme 3: Lack of mental stimulation.
o Finding 1: One carer said: “I had kept seeing my mother is deteriorating, she’s bored, she’s doing nothing, she’s sleeping all day. She’s
lost interest in everything. | want to try and get some kind of stimulation for her. She needs mental stimulation.”

o Finding 2: One carer said: “If they had more day centres... ... which my mum really enjoys and it gets her away from this environment
instead of just being stuck [at home] all the time.”

Although participants were generally satisfied with the services received, they identified a number of unmet needs in relation to post-diagnostic
support.

The need for a single point of information and service coordination as a means to improve the efficiency of care was highlighted by the
participants.

One of the challenges raised by the participants in relation to dementia services was inadequate continuity of the personnel involved. This
study indicates that such continuity is essential as it provides people with dementia with a sense of security, helps to establish trusting
relationships, promotes their cooperation and active involvement in treatment, and results in more efficient, higher quality of care. Although the
participants appreciated that, due to the limited resources and staffing problems, achieving continuity of personnel can be challenging, they
stressed that it should be aimed for whenever possible.

The findings suggest that people with dementia would benefit greatly from enhanced access to non-pharmacological interventions such as
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psychology, occupational therapy, physiotherapy, and speech and language therapy as well as increased access to day services and other
services promoting activity and facilitating social involvement.

e Was there a clear statement of the aims of the research? Yes

e Is a qualitative methodology appropriate? Yes

e Was the research design appropriate to address the aims of the research? Yes

e Was the recruitment strategy appropriate to the aims of the research? No. The participants were hand-picked.

e Was the data collected in a way that addressed the research issue? Yes

¢ Has the relationship between researcher and participants been adequately considered? Yes

¢ Have ethical issues been taken into consideration? Yes

e Was the data analysis sufficiently rigorous? Unclear. The authors do not say whether saturation of themes had been reached.
e |s there a clear statement of findings? Yes

e How valuable is the research? Valuable.

Overall quality: Moderate

Study details

Participants

Country/ies where the study was carried out: UK

Study type: interviews

Aim of the study: to compare a new service to an old service.

Study dates: not provided. This paper was published in 2011.

Source of funding: not mentioned. The investigators were staff at the School of Health and Social Care, Bournemouth University, Dorset, and
Crystal Centre, Essex (this is the base of the service).

e Sample size: An unspecified number of people living with dementia and their carers.

e Inclusion criteria: not mentioned.

e Exclusion criteria: not mentioned.

e Sample characteristics: not mentioned. Statistics on the number of service users in one year are provided. However, it is not mentioned how
the participants for this study were selected.
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Methods A pilot Mid-Essex Memory and Support Service (MASS) compliant with the national model was initiated in January 2009. The stated aim and
role of the service is to offer a comprehensive assessment of the individual’s current memory abilities and attempts to determine whether the
individual has experienced a memory impairment that is greater than that to be expected, given their age. It aims to identify the cause of
memory loss and if necessary discuss any possible treatments with the patient and their relative or friend. The service also offers support for
carers of people with memory problems. MASS appointments can be in outpatient clinics or in the patient’s home. This service has gone
beyond the recommendation of the dementia strategy by being non-age-specific and the initial assessment is preferably carried out in the
patient’s own home.

The base for the service is The Crystal Centre, Broomfield Hospital in Chelmsford and publicity has been carried out with local general
practitioners (GPs)/voluntary services to encourage referrals. The service is staffed by doctors, nurses (three band 6 and one band 5 nurse
and three support workers one of whom is from the Alzheimer’s Society) and a whole time equivalent administrative support and psychology
staff. It utilizes existing medical staff to feed into the memory assessment on a sessional basis and one of the consultant psychiatrists has
taken the clinical lead for the service. An occupational therapist is brought into the service as and when needed. The work of the team is to
identify the cause of memory loss and to discuss possible treatments. Physical examinations and blood tests are currently being undertaken in
primary care settings and if a brain scan is required this is arranged at another time at the local acute hospital that is on the same site.
Treatments may include memory enhancing medication, attendance at day centres and attendance at therapy groups. Support for carers is an
integral part of the service. Figure 1 outlines the previous arrangements in terms of a

patient pathway: The new service aims to streamline these arrangements by offering the following:

* A timely 1-h appointment in response to referral for any patient irrespective of age. Referrals are normally received from GPs as agreed
within the pathway. The first appointment is preferred to be carried out in the patient’s own home, to get a holistic picture of the patient’s
situation in a familiar surroundings.

» The assessment visit is carried out by two members of the team, so that the family/carer is also seen/assessed. This begins a profile building
of the patient and his/her carer’s need.

* Being seen by a qualified practitioner to assess memory, medical history, psychiatric history and other information. A physical examination
and blood tests will have been carried out by the GP. Memory tests will be carried out at the centre and a brain scan may also be requested.

» Feedback is given to the patient (the referrer) and family or friend in the form of a disclosure meeting with relevant staff who have been
involved in the assessment process. The family is also seen immediately after this disclosure meeting by the support workers for further
clarification, information giving and identified appropriate on-going support.

« If appropriate, a range of services are offered to minimize the difficulties arising from poor memory, e.g. memory enhancing medication,
therapy groups and attendance at day centres.

* Follow-up support to assess coping and offer specialist advice and support for the patient and carer including referral to other professionals.
* In term of the overall care pathway, MASS is the single point of access where initial assessment takes place. Once the assessment is carried
out and treatment (medical or non-medical) initiated, depending on the individual patients’ needs, they are linked in with the integrated
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community mental health teams for older adult or generic health and social care services.

Thematic e Theme 1: The memory service was well received.
analysis o Finding 1: One carer said: “I have no negatives. Felt service was great. | do not know where Mum and | would be without it.”
e Theme 2: The coordination of care was valued.

o Finding 1: One carer said: “My 85 year old mother was diagnosed with dementia through the memory service in September 2009. Our
family have found this service to be first class. The co-ordinated aspects are valued by my parents.”

e Theme 3: The service and nature of the staff made carers and service users feel supported and reassured. They felt the service had
improved their quality of life and they write of the indispensability of the service in their lives.

o Finding 1: One carer said: “Even after my mother was admitted to Manor Lodge (residential care home) — Anne continued to advise. My
family and | are so very grateful for the support advice and reassurance provided by the service... ... Anything else | could do to support
the service — please let me know — my family and | are happy to do so.”

e Theme 4: The language used was not quite right.

o Finding 1: One carer said: “When you are retired and no longer in regular employment, times, dates are of less importance and in the
grand scheme don’t matter. | feel the questions are designed by much younger people to whom every last minute must, these days be
accounted for.”

o Finding 2: A person living with dementia said: “The use of the word Alzheimer’s. Also English spoken with a strong foreign accent and
having to ask them to repeat the question several times before being able to understand them.”

o Finding 3: A person living with dementia said: “I found the questions asked of patient rather strange.”
e Theme 5: People living with dementia felt pressure of time because the psychiatrist was busy.

o Finding 1: A person living with dementia said: “When with a psychiatrist felt the pressure of time [felt the need to take as little of the
psychiatrist’s time as possible] because of the amount of people wanting to be seen.”

e Theme 6: Some found it difficult to get to the right people and get the answers needed.
o Finding 1: A person living with dementia said: “I found it difficult to get to the right people and get the answers needed.”
e Theme 7: People living with dementia and their carers liked seeing the same person throughout treatment.

o Finding 1: One carer said: “We have enjoyed seeing the same person throughout the treatment. My father has benefited greatly from the
referral to the Alzheimer’s staff who are part of the unit. As a result, my mother is receiving excellent medical treatment and, as a couple,
my parents are managing to cope with the aid of practical aids and benefits. Congratulations on this initiative.”

e Theme 8: People living with dementia and their carers thought that home visits were very good.

o Finding 1: One carer said: “The first visits relating to the memory service were as hospital appointments. The home visits were very good

and the only visit to the Crystal Centre was very interesting as much better surroundings. If only all appointments could be in such pleasant
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places with such helpful staff. We do hope your service continues.”

The integrated service, within a purpose-built unit has distinct advantages, emphasised by the positive comments from service users, carers,
family and staff. There are increased costs associated with the service, not least because of initiating and monitoring treatment, especially anti-
dementia drugs to a larger population, based on earlier diagnosis. The MASS approach appears to meet its stated aims and has improved the
service for people with dementia, their carers and families through its streamlined and integrated pathway.

e Was there a clear statement of the aims of the research? Yes

e Is a qualitative methodology appropriate? Yes

e Was the research design appropriate to address the aims of the research? No. The method of recruitment was not mentioned. Saturation of
themes was not mentioned.

e Was the recruitment strategy appropriate to the aims of the research? No. For example, recruitment numbers are not mentioned. The
investigators give how many people used the service in one year but this is not the same thing.

¢ Was the data collected in a way that addressed the research issue? Yes

e Has the relationship between researcher and participants been adequately considered? Yes
e Have ethical issues been taken into consideration? Yes

e Was the data analysis sufficiently rigorous? Yes

e |s there a clear statement of findings? Yes

e How valuable is the research? Valuable

Overall quality: Low

Study details

Country/ies where the study was carried out: UK

Study type: Interviews

Aim of the study: To adapt the Collaborative cARE for people with DEMentia (CAREDEM) intervention used in a promising case management
project in the USA and test its feasibility and acceptability in English general practice.

Study dates: 1/6/12 to 1/12/12

Source of funding: National Institute for Health Research Health Technology Assessment
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Participants e Sample size: 6 people living with dementia and 10 carers (in the nested qualitative study).

e Inclusion criteria: 1) People with a diagnosis of any type of dementia, confirmed by secondary care assessment. 2) Living independently in
the community at the time of baseline assessment and with a spouse, close relative or other informal carer who maintains regular contact
and who can be approached as a potential participant and informant.

Case identification using the Quality and Outcomes Framework (QOF) dementia register was supplemented by searches of electronic
medical records to identify those taking cholinesterase inhibitors who were not on the QOF dementia register. Additional searches for
patients with symptoms suggesting possible dementia (memory loss, confusion) allowed medical records to be checked for evidence that a
formal diagnosis had been made but had not been added to the patient record.

e Exclusion criteria: receiving palliative care, no carer or carer uncontactable, unavailable or unable to contact, already case managed, other
including practice reasons

e Sample characteristics at baseline: Mean age of people living with dementia (SD) = 80.2 (8.5). Mean MMSE (SD) = 19.44 (6.436). Mean age
of carers (SD) = 66.0 (13.8).

Methods Case managers systematically followed up people living with dementia under regular supervision and provided brief psychological therapy and
medication management.
The components of a collaborative care model were:
1) A multi-professional approach to care. This was provided by a case manager working with a GP under supervision from specialist
mental health medical and psychological therapy clinicians.
2) A structured management plan of medication support and brief psychological therapy.
3) Scheduled follow-ups. Frequency and location of meetings was client led. People living with dementia were followed up at 5 months.
4) Enhanced inter-professional communication with written feedback to GPs via electronic records and through personal contact.
CAREDEM also involved the use of a manual for case managers.

Thematic e Theme 1: The case manager was good at identifying needs and providing the right support. People living with dementia and their carers felt

analysis that the case manager brought a more detached perspective. Therefore, the case manager was in a better position to identify their needs
through regular contact and monitoring. Many participants reported that their greatest need for information was at the point of diagnosis and
shortly afterwards when they face navigating the system without support. They felt the lack of information at this point had compounded the
difficulties of coming to terms with the diagnosis. However, those patients and carers who were still at the early stages often felt that they did
not need any support at the moment but could see a point in the future when they might have needs requiring input. This mismatch in the
views of people in the early and later stages of the illness trajectory may reflect the possibility that patients and carers are able to see their
needs more clearly retrospectively than at the time.
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o Finding 1: A carer said: “You need somebody to be able to look at the bigger picture who knows where you’re going, who's seen it before
and [who could] deem and assess your situation to be stable and tenable or not. And either talk to you about it, get you the right support or
what have you. But you can’t be the judge of your own situation. | mean, obviously you know it’s bad but sometimes you just don’t know
what to do.”

e Theme 2: Carers expected case managers to provide information about dementia and services.

o Finding 1: A carer said: “Professional carers that’s their vocation they understand it — they’ve been trained for it. If you’re a son — the child
— who’s been doing something else, you don’t know what the nature of the beast is. And if you misunderstand it, you can say ‘Well, that
person is just being difficult.” Even though they’'ve never... they've been a beautifully loving person up until that point, when they sort of
change. If you don’t — if you haven’t been counselled — it hasn’t been explained to you, you misinterpret. That can cause for stress. The
more you understand this disease and the behavioural symptoms, then the better you are to deal with it. So again, somebody like [case
manager] you know being a point of contact.”

e Theme 3: Case managers should be proactive in asking carers and people living with dementia if they feel they need assistance. This is
because participants frequently expressed a reluctance to initiate contact with the case manager, which undermines the concept that they
could ask for help when needed.

o Finding 1: A person living with dementia said: “| wouldn’t personally ask. I'm happy to accept it all if somebody points me in the right
direction. | just won't initially ask. | mean, | wouldn’t say to you, ‘I'm struggling with this. Can you help me with that?’ | just wouldn’t do it —
I've never done it. | just don’t feel comfortable with it.”

e Theme 4: A common reason why people living with dementia and their carers do not initiate contact with case managers is because they
associate case managers with assisting with ‘major’ problems such as arranging residential care homes. They do not associate case
managers with assisting with day-to-day issues.

o Finding 1: A carer said: “The things that [case manager] had to offer were perhaps something that | would have found very useful at the
beginning of my mum’s Alzheimer’s and not so much [now] because I've learnt by trial and error on how to deal with it.”

o Finding 2: A carer said: “At the moment, you see... with my wife... things are in early stage, aren’t they?... So you know... we might be
very very glad of [case manager] in months... years... a couple of years to come. You know, | hope she’s still about to help us. Of course,
with her doing this she’s the person you want to help you.”

e Theme 5: People living with dementia and their carers preferred to have their case manager based at their GP’s surgery. This is because
there was the perception that their GP’s surgery would then be a ‘one-stop shop’. In addition, having the case manager at the GP’s surgery
provided an additional opportunity to talk to the case manager while visiting the GP’s surgery.

o Finding 1: A carer said: “Because it's more linked with doctors and any service that | need it’s all linked through the GP. So [case manager]
will know us and they must have meetings there if there’s anything that sort of crops up she can say that she knows us and can actually
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trace things happening through the system if she feels there is a need for that and it's the centre rather than have her placed in a different
area... It's the most appropriate place that she’s there attached to the GP, and let’s face it, | can’t get any service for mum or any care
unless | go through that point so it's very important.”

o Finding 2: Interviewer: “What are the advantages [of case manager being based at the surgery]?” Carer: “Well, probably because she’s got
other medical staff there that she can, if there’s a bigger problem, then she can discuss it with them and then.”

o Finding 3: A carer said: “At the moment, | can just ring [case manager]. You know, we’ve got so used to [case manager] now — seeing her
at the surgery, seeing her coming here. | think she’s going to come round and see us again, which she said yesterday, didn’t she? She
said, ‘I'm going to pop round and see you’. So another little moment | can have, you see. So this is handy, isn’t it?”

e Theme 6: From the perspectives of some people living with dementia and their carers, nurses as case managers were perceived as
providing a more direct link to the GP and advice and support around comorbidities and minor ailments.
o Finding 1: Interviewer: “And obviously [case manager] is a nurse and is that important to you that she’s got a nursing background, a
medical background?” Person living with dementia: “Yes! Oh yes — it's always very important. Yes. It's because, as | say: | have got
different things wrong with me but | feel pretty good most of the time. | don’t feel like an invalid — not yet, anyway.”

e Theme 7: From the perspectives of some people living with dementia and their carers, a direct link to the GP was not a priority because they
preferred their case manager to have expertise in social services. The inference is that they would prefer a social worker to be the case
manager.

o Finding 1: A carer said: “I don’t think the clinical side probably comes into it. It's probably more having access to knowing what services are
available and more helpful in that way. | mean, obviously the doctors would be the ones that would be doing the medical side of things as
regards the illness. But it's more about managing the problem and it wouldn’t make any difference to me where it came from and what
department or whatever. So no, it's not a problem.”

e Theme 8: People living with dementia and their carers emphasised interpersonal skills such as empathy.

o Finding 1: A carer said: “I think the most important thing is the care. That's what | think. Because having worked in that sort of industry,
there were people who came along that obviously had fantastic qualifications to see the people that | was looking after. But they didn’t
seem to have any empathy.”

e Theme 9: Case management made access to services easier including GPs, benefit checks and links to other services.

o Finding 1: A carer said: “What was very useful was when | told her that trying to get appointments is really difficult. She’s actually used a
pop-up system now in the surgery to get the earliest appointment without me having to say ‘Is it possible? Can you bring the appointment a
bit forward?’ Because | might be off on a particular day. She used the pop-up system so it comes up on the screen to let us have, without

debating, the earliest appointment in view of me being a carer and at work. And mum being not been able to wait a long time for an
appointment.”
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o Finding 2: A carer said: “At the minute, we’re going through a care plan [for a personal budget], and that’s where you get an amount of
money and it's done through the council, which we never knew about. It was [case manager] who directed us in that way and we can go
and spend it like. [Patient] basically, can go out and spend it. It covers your care needs and everything. And that’s something we never
knew about. It was just [case manager] directed us in that, and checking that our benefits were in place.”

Theme 10: Case managers should respond as quickly as possible to questions from people living with dementia or their carers.

o Finding 1: One carer was waiting for information on whether or not her mother could keep a cat in sheltered accommodation. This carer
said: “It's the one thing that my mum said that she really, really would love to happen. But as | say, | don’t know whether it would be
possible.” Interviewer: “And has there been any follow up with [case manager]?” Carer: “We haven't heard anything. No, we haven’t heard
anything yet. But it wasn’t that long ago so maybe she’s tried to get in touch with them.”

Theme 11: A key aspect of case management valued by patients and carers was the idea of background support that could easily be called
on at a time of need. This was described as providing a sense of back-up, a safety net, security and knowledge that help was available if
needed. This concept of contingency was considered key to avoiding or averting crisis.

o Finding 1: A carer said: “She [case manager] was good. She said if there was anything, ‘Don’t sit there worrying. Pick up the phone and
we’ll sort something out.” Interviewer: “Did you ever have the opportunity to pick up the phone and call her?” Carer: “No, no, but it was just
nice to have that safety blanket there because I've got her number in my phone now. So if there’s anything that comes up or anything like
that, | know the phone number is there to get in touch with [case manager]. So it’s really good.”

Theme 12: For patients and carers to feel comfortable about contacting the case manager in the event of difficulties, there needed to be time
and opportunities to develop a deeper relationship. Regular contact, the provision of case management from the early stages of the
condition and continuity were seen as crucial for establishing a good relationship.

o Finding 1: Carer: ‘I think it needs to be regular.” Interviewer: “Right, even from that early stage?” Carer: “I think so.” Person living with
dementia: “Yes.” Carer: “So that then when it gets to a stage when we really do need help, we’ve got the confidence in the person you’ve
been seeing all along.”

o Finding 2: People living with dementia and carers who were recruited later in the study commented on the lack of time to build up a
relationship with the case manager, although first impressions had generally been positive. A person living with dementia said: “She is...
very nice. | could only say as |... She’s amazing. She’s nice. She’s a lovely person. Well, she came over as lovely to me. As | say, | don’t
know her very well. Sometimes, it does take a while to get to know people.”

Theme 13: Face-to-face and telephone contact were both considered acceptable, although face-to-face contact was often preferred as it
facilitated relationship building better than telephone contact. One participant would have preferred more face-to-face visits at regular
intervals rather than just telephone follow-ups:

o Finding 1: A carer said: “I was hoping that we’ll get regular support and | think visits on a regular basis... It would be nice to think that |
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know that we are going to have another visit... say... every 3 months or something like that.”

e Theme 14: However, some people living with dementia and their carers appreciate the service that case managers provide and also
appreciate how hard they work. Therefore, they do not mind contact by telephone.

o Finding 1: A carer said: “I think [case manager] is a very busy woman. So to pile things onto her would be wrong. But it's lovely knowing
she’s there if | need her — | can pick that phone up. | can even ring her at the surgery and she’d listen, which is nice. But | wouldn’t want to
say to you ‘Oh, I'd like to see her two more times a week’ or something like that, where at the moment she’s running — she’ll get here at a
gallop, won’t she? If | want to see her too much. So it’s just nice her being there so | can ring.”

e Theme 15: Case managers should explain to carers, and where appropriate to people living with dementia, what support they can provide.

o Finding 1: Interviewer: “Do you think a case manager could have helped to support you in that role or...” Carer: “Eh, | don’t know. Is it their
job to do that, is it?” Interviewer: “Well, case managers can support the carer and the person with dementia as well. Did you feel that you
navigated it fine by yourself?” Carer: “Well no. | didn’t. | had to go to the... I'm still going to the council. | was there yesterday.”

e Theme 16: Participants found case management more useful than dementia advisors. This is because case management offers continuity of
care but dementia advisors do not. This is what participants had to say about the dementia advisor service that was piloted at one site:
o Finding 1: A carer said: “It was just like: We’'d got the diagnosis, go to the doctors’ appointments and things, and then that was it. We were
just sort of left.”
o Finding 2: A person living with dementia said: “Because very often you can’t get in to see a doctor.” Interviewer: “Right. Is it difficult?”
Person living with dementia: “It can be. It is, yes. | mean, | just see whoever. Not like the old days when you used to see your doctor.”

The benefits of a case manager from the patient and carer perspective included acting as a first point of contact and also as a ‘safety net’ for
all concerns, potentially providing a one-to-one, therapeutic relationship for future ongoing support and offering information and direct links to
the practice and other services. Some participants suggested that the case managers should also be able to take on a more active role in
negotiating or brokering with local services. Participants valued the ability of case managers to address both health-care and social care
problems. Patients and carers were generally satisfied with their experience of case management and several participants were clear that they
wished the service to remain in place (both for their own benefit and to benefit others). The service created feelings of security or comfort for
some patients and carers.

e Was there a clear statement of the aims of the research? Yes
e Is a qualitative methodology appropriate? Yes
e Was the research design appropriate to address the aims of the research? Yes

e Was the recruitment strategy appropriate to the aims of the research? Unclear: there was no mention of saturation of themes. The report
mentions that there were recruitment difficulties. Six people living with dementia and 10 carers were included in this study, which is not a big
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Study details

Participants

Methods

number.
¢ Was the data collected in a way that addressed the research issue? Yes
e Has the relationship between researcher and participants been adequately considered? Yes
e Have ethical issues been taken into consideration? Yes
e Was the data analysis sufficiently rigorous? Yes
e Is there a clear statement of findings? Yes
e How valuable is the research? Very valuable
Overall quality: High. The relatively large number of quotations and themes provide relatively good detail.

Country/ies where the study was carried out: UK
Study type: semi-structured interviews

Aim of the study: to investigate the experiences of people living with dementia and their families with regards to post-diagnostic support in
Scottish rural communities.

Study dates: September to November 2010

Source of funding: This study was funded through a Knowledge Transfer Partnership administered by the Technology Strategy Board with
funding from the ESRC and NHS Highland.

e Sample size: 6 people living with dementia and 12 family carers.

e Inclusion criteria: Not provided

e Exclusion criteria: Not provided

e Sample characteristics: People living with dementia: age range 58-82 years; 3 women, 3 men; 3 in a small rural town, 2 in a village, 1 on an
island. Carers: age range 45-80 years; 11 women, 1 man; 8 were spouses/partners, 3 were children, 1 was a sibling; 8 in a small rural town,
3 in a village, 1 on an island.

This study was designed to help the Health Board reach the Government dementia target. A service user consultation was undertaken to
explore the experiences and views of people with dementia and/or their family member who had experienced the diagnostic process and post-
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Thematic
analysis

diagnostic support in the six months prior to the interviews.

e Theme 1: Carers generally expressed satisfaction with support received but said they required more help.
o Finding 1: A carer said: “...that was [name of agency], which was brilliant. | mean if you could have more it's better, but an hour-and-a-half

was great.”
e Theme 2: The lack of alternative options sometimes led to provision of no support at all.
o Finding 1: A carer said: “He liked going on the bus to the [day centre]... ... He was denied it once. ...he went once and then he was told

that it wasn’t suitable and he couldn’t go again.”
e Theme 3: Poor coordination of services sometimes occurred. At other times, there was good communication.

o Finding 1: A carer said: “There should’ve been a social worker involved but they weren’t co-ordinated: One didn’t know what the other was
doing... Now there’s four people involved but one doesn’t seem to know what the other’s doing...”

o Finding 2: A carer said: “And they do communicate... ... so it's the people in it and the people really do communicate with each other.”
e Theme 4: Lack of continuity of care: Having different clinicians involved in delivery of care and support was reported as confusing.
o Finding 1: A carer said: “I'm not sure now who is in charge of [husband]. Is it the GP or is [consultant]?... | don’t know. Is it my GP that |
consult or is it the psychiatrist who has the say?”
e Theme 5: Some people living with dementia do not want to make use of day centres.
o Finding 1: A carer said: “I do realise that people, many people, you know, might like to go to them [day centres], they might already be
doing things like that, we haven’t spent our lives in that way.”
e Theme 6: Participants who lived in remote areas had to travel long distances to use some services.
o Finding 1: A person living with dementia said: “And I've to go back down which I’'m not awful happy about really because it's so far from
there with me...”
o Finding 2: A carer said: “There’s these ambulances but [my wife] and [our daughter] went by train and a taxi... ... and then that was a
whole day. They went on the eight o’clock and got home at half-past-nine at night.”
o Finding 3: A carer said: “I missed two or three [caregiver] meetings because | had nobody to sit with him and [name of agency] were
charging us £13 an hour... | would probably have paid that but | thought ‘Well, it’s just a meeting. We're just sitting there yabbering about
different situations.”

e Theme 7: One interviewee pointed out that some GPs have a specific interest in dementia and this improves communication.

o Finding 1: A carer said: “I think his knowledge came through the fact that he had a friend that had dementia. So he had the basic
knowledge there. Whereas, I'm sure there’s a lot of doctors there that have never experienced it, so they don’t know to pass on that
information.”
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e Theme 8: There were high satisfaction levels with the support received from the Community Mental Health Team staff.

o Finding 1: A carer said: “Well in that he [community psychiatric nurse] comes formally to see all is well and he will appear just like a friend.”

o Finding 2: A carer said: “She [community psychiatric nurse] has been my main help and I'll say to her, ‘What do you think | should do about
this?’ Or ‘What do you think | should do about that?’ And she never... as you know, she always helps.”

e Theme 9: Participants discussed the importance of staff building a rapport with the person with dementia. This facilitates communication.

o Finding 1: A person living with dementia said: “And [psychiatrist] is extremely open. | mean, if you ask him something, he gives you an
honest answer. | mean, I've asked the really difficult ones: I've said, ‘What’s the prognosis?’ Which is very difficult — almost impossible. But
I've asked the questions... ... that as a patient actually makes you feel better when people treat you that way instead of just that lump of
meat sat in the corner.”

e Theme 10: When it was available, a carers’ group (caregiver support) was appreciated.

o Finding 1: A carer said: “There was a carers’ group on the go then, and | used to go. (. . .) We used to go, and | found that really, really
helpful at the time.”

e Theme 11: Practical support was important to most carers who received help from private or voluntary services on a regular basis. Carers
perceived this type of support as an opportunity to take a respite from caregiving responsibilities. Many used the respite time to rest, run
errands which required getting out, or to attend carers meetings.

o Finding 1: A carer said: “I had carers but they stayed here with [person with dementia], see, and | went out... The carers came in night and
morning.”

e Theme 12: Other sources of post-diagnostic support were from family, friends, and neighbours.

o Finding 1: A person living with dementia said: “Well, one of my daughters come, either granddaughters or grandson. There’s always
somebody that will take me down to the shop . . . Well, we do it between us when we’re there, you know. [Grandson] will say to me, ‘You're
needing that grandma.’, “You’re needing this.”

o Finding 2: A carer said: “| have a friend — she comes in... and she’ll help me out with [the dog] for that half-hour to take her for a wee walk.
And I've another friend — she’ll phone over, ‘We’re going up to Tesco’s. Are you coming up with us? Do you want a run to [local town]?’
She'll take [husband].”

e Theme 13: Some carers have difficulty leaving their relative with someone else.

o Finding 1: A carer said: “But he doesn’t like me going out... and leaving him.... | don’t think it's that he’s frightened or anything — it’s just he
wants me there.”

» Theme 14: Information was not always in a format appropriate for the person with dementia or carers.

o Finding 1: A person living with dementia said: “The written form is difficult for me.”

o Finding 2: A carer said: “...a leaflet is a leaflet. You say to yourself, ‘Oh, I'll read it later.” And later never comes sometimes...”
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* Theme 15: The way information was delivered was important. Participants preferred a direct approach with the opportunity to ask questions.

o Finding 1: A person living with dementia said: “And [consultant] is extremely open. | mean, if you ask him something, he gives you an
honest answer... | think that’s great.”

o Finding 2: A carer said: “I personally would prefer somebody to tell me bad news like that totally straight forward: ‘This is it, okay...’, ‘Here it
is — I'll explain it to you... ... What questions do you want to ask?”

» Theme 16: One carer stressed that some questions may develop as a result of experience. This implies that care managers should be
proactive in anticipating the needs of people living with dementia and their carers and provide relevant information.

o Finding 1: A carer said: “...if you don’t ask the questions, you don'’t get the information. However, you don’t know the questions to ask, so
how can you get the information?”

Lack of co-ordination has been reported from a service provider perspective in remote and rural Scotland, where more joint working was seen
as a way to improve the delivery of services. However, despite this policy driver to change practice it was apparent that small rural teams often
located in different physical locations contributed to ongoing issues of communication difficulties.

The difficulties encountered appear to reflect difficulties with delivering dementia care in rural areas rather than the failings of individual staff
members. The need for clear information has long been identified yet is still lacking for our participants despite policy developments.

e Was there a clear statement of the aims of the research? Yes

e |Is a qualitative methodology appropriate? No. Inclusion and exclusion criteria were not provided.

e Was the research design appropriate to address the aims of the research? Yes

e Was the recruitment strategy appropriate to the aims of the research? No. The methods of recruitment were not mentioned. Saturation of
themes was not mentioned.

e Was the data collected in a way that addressed the research issue? Yes

e Has the relationship between researcher and participants been adequately considered? No. There was no mention of the recruitment
method.

e Have ethical issues been taken into consideration? Yes
o Was the data analysis sufficiently rigorous? Yes

e |s there a clear statement of findings? Yes

e How valuable is the research? Valuable

Overall quality: Low
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Study details  Country/ies where the study was carried out: UK
Study type: semi-structured interviews
Aim of the study: this study reports on key findings from an evaluation of a post-diagnostic support pilot project in Scotland addressing local
service gaps.
Study dates: January 2010 to April 2011
Source of funding: the Dementia Services Development Trust.

Participants e Sample size: 8 people living with dementia and 8 family carers.

e Inclusion criteria: Posters advertising the evaluation were distributed in participating memory clinics inviting people newly diagnosed with
dementia and/or their family members to contact the researchers if they were interested in taking part in the study. To maximise responses,
participants were also approached by the post-diagnostic support project team to inform them of the evaluation and their details passed to
the researcher with their consent if they wished to discuss the evaluation in more depth with them before deciding whether or not to
participate.

e Exclusion criteria: none

e Sample characteristics: People living with dementia: mean age (range) = 71 (52-83) years; women = 43%, men = 57%. Carers: women =
43%, men 57%; wife = 17%, husband = 58%, daughter = 25%.

Methods The post-diagnostic support pilot project aimed to provide person-centred, personalised support to people who had recently received a
diagnosis of early stage dementia and their families. Support was offered for the duration of the project by two project workers employed by a
national Alzheimer’s association and with training in mental health and expertise in dementia, with the type and intensity of support varying in
intensity according to assessed need. The project workers’ roles were complimentary to the work carried out by existing services delivered, for
example, by community psychiatric nurses, physiotherapists or home care workers. Their work ranged from one-off enquiries, to participation
in the workshops, and/or ongoing support mostly in the form of drop-in cafe’s, one-to-one face-to-face and telephone support, through to much
more intensive casework, which included planning for the future and/or exploring self-directed support. Self-directed support allows people to
choose the types of social care support they receive and the level of control they have over their support arrangements; the project workers
supported five people with dementia to put in place personalised support packages.

The number of hours of support ranged from a minimum of 1 hour for a one-off contact to a maximum of 182 hours for someone who was
supported by the project for its duration. The mean number of hours of support received was 27 hours.

The key evaluation questions guiding interviews with participants with dementia and their family carers were as follows:

(1) What difference, if any, does the post-diagnostic support service make to service access and service use for people with dementia and
their carers?

(2) What difference, if any, does the post-diagnostic support service make to promoting independence and choice for people with dementia
and their carers?
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Thematic e Theme 1: For memory services that do not have post-diagnostic support, many participants expressed feelings of abandonment or ‘being
analysis sent away’ by professionals on receipt of diagnosis. This was particularly the case for those diagnosed with vascular or mixed dementia, who
had little or no regular contact with the memory clinic or other services.
o Finding 1: For example, this carer recalled how, on the day her mother was diagnosed with vascular dementia, there was no discussion or
arrangement for follow-up appointments: “We were just really told that Mum had mixed dementia. And the doctor explained to me what that
meant and then they were sort of ‘Cheerio!” And basically, to be quite honest, that really was... that really was it”.

The same carer said at the second interview: “She [psychiatrist] explained what vascular dementia was. That’s all | remember about her
visiting there... I'm thinking a year, maybe longer. It could be two years [since her mother had had a medical review].”

o Finding 2: this carer of her husband with mixed dementia (Alzheimer’s disease and vascular dementia) said: “If you need them [memory
clinic staff], phone them. That’s all. That’s it. Nobody pops in, you know, you're kind of just left on your own. To get on with it!”

e Theme 2: Those who received post-diagnostic support from the project workers had quite different experiences. A key point raised was the
value of having support as soon after diagnosis as possible and the importance of skilled, knowledgeable, sensitive project workers to
deliver support.

o Finding 1: This carer describes how the project workers helped her husband and herself come to terms with the diagnosis: “But they came
in and just kind of threw open the door that there’s another world out there: ‘Yes, you've got it — we can’t get away from it — but you’ve got
a life. You’ve got things to do.” And it was just their whole approach. Their whole approach. The things they were telling you. The
information they gave you and the way it was done was the boost or the kick that he needed to get him kind of going again.”

e Theme 3: Carers frequently reported positively on the help received from the project workers with claiming benefits. Most of the carers who
reported positively on this had not known of their entitlements and were therefore delighted with the extra income received.
o Finding 1: For this carer and her husband, this was a valuable exercise, as they had no idea of their entitlements and benefits and the ‘wee
bit of extra money’ was welcomed: “So the girls [project workers] came out and they actually helped with filling in forms and things like
that.”

e Theme 4: Several carers also spoke of receiving support with arranging Power of Attorney and valued the input from project workers in
negotiating the process.

o Finding 1: A carer said: “Tomorrow we’ve got a lawyer coming in to give me the power of attorney sort of thing so they gave us all that
information.”

e Theme 5: Family members and one person newly diagnosed with dementia found the information they received (books and leaflets) along
with general advice useful.

o Finding 1: A carer said: “Oh no, she was very nice, she really was and right away with . . . we were just coming back, within about two
weeks, we got a social worker to give us advice on what to do to get any benefits, or whatever.”

o Finding 2: A carer said: “It was very good, aye. | think getting started initially down at the clinic down there, conversing with somebody
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rather than having to read through it all you seem to pick up an awful lot more. So we had a better understanding when we left that day
and how things might work out. But the nurses... they were quite good. They were very good as well.”

o Finding 3: A carer said: “But I'd never heard of self-directed support again until [project worker] came on board. I'd never heard of anything
like that. | really just kind of thought that we had to put up with what we had. So they were instrumental in putting that across that ‘No, there
are other options out there... you can employ someone of your own to come in and do what you want to do.”

o Finding 4: A carer said: “When you were first diagnosed, one of the questions he kept asking is, ‘How long have | got? How long have |
got?’ He literally viewed it as a death sentence. And the project workers and the group have been good at both saying to him ‘It's not a
death sentence.’ You know, think positive and get on. And then seeing people and meeting people who, you know... You realise that it's
not the end of the world for you... So that’s been good. Because... | think it just sort of drags you down.”

e Theme 6: However, there were also accounts of receiving no information, or insufficient or inappropriate information following diagnosis.

o Finding 1: One carer stated that she did not receive any information following her mother’s diagnosis, nor did she look for any: “I never
really... | never looked for information. | just thought ‘Well, we’ll carry on as we are.”

e Theme 7: Some carers expressed discomfort with some of the information they received. Some felt that it was too much to face too soon.

Many participants stated that a ‘one size fits all' approach was not what they wanted.

o Finding 1: A carer said: “The first one [carers’ group] | went to | wasn’t going back because some of the things. And I'm glad that [husband]
wasn't there. And | don'’t really want to repeat some of what | heard there, quite frankly, terrified me and made it ten times worse. And |
wasn’t going to go back.”

o Finding 2: One person with dementia stated that he did not want to read the information that was available to him: “But | don’t really want
to read about it.”

e Theme 8: Participants valued that information was delivered by the project workers on a one-to-one basis and specifically targeted to

individual needs and wishes. This minimised the likelihood of becoming overwhelmed with the volume and content of information received.

Thus, a key point raised by several participants was the value of having a single dedicated contact point.

o Finding 1: A carer said: “...is probably one of the biggest things that people who are new into this require: Somebody that you can talk to
without having to think am | annoying them, am | being a nuisance, you know. Never get any impression like that from them. They're
always open to talk to you.”

o Finding 2: This younger person with dementia appreciated the openness and honesty from the project workers when they visited him: I
feel she talks straight to me, so | can handle that, you know what | mean.”

o Finding 3: For some carers, information on specific entittements was welcomed as they had not known of this previously: “But, as | say,
there’s been one or two things that have came up that’s kind of helped and things that probably we would never have thought about. We
never thought about the rates, getting a cut in rates. It's only because it was mentioned.”

e Theme 9: A key issue for some participants was their increasing difficulties with travelling. This had the potential to isolate them as their

means of travelling diminished, either through difficulty accessing public transport due to increasing frailty, or through having to give up
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driving due to increasing cognitive impairment or for financial reasons. One of the ways the project workers supported participants with

travelling was to arrange and pay for a taxi or by using their own cars to transport participants to the dementia cafe” or other social events.

Providing transport not only alleviated concerns about how to get to the events organised but also maintained social contact.

o Finding 1: A person living with dementia who had to give up driving, described the positive impact of a bus trip organised by the project
workers: “So, yes, we had a lovely day up at [place], so little things like that just brighten up your life, don’t they?”

o Finding 2: Another participant enjoyed the social element involved in being driven to events by the project workers, indicating the dual
nature of this service: facilitating attendance at events they would not otherwise be able to get to, while also providing a measure of social
contact. This person living with dementia said: “But [project worker] is one of the best taxi drivers going, that’s for sure. She’s jolly, you can
talk to her and have a wee laugh about whatever. So she’s really worthwhile talking to.”

e Theme 10: The main area in which the project did not achieve its intended outcome was in supporting people to think about what services
and supports they might want in the future (advance care planning). This was not necessarily because the project workers did not broach the
topic — they did with many participants. Interviews over the two time periods revealed no shifting in thinking from those who just did not want
to think ahead. The responses below highlight the highly sensitive nature of the topic, the fear of what the future holds and the lengthy
timescales required to support people to think ahead, if they do actually wish to.

o Finding 1: A person living with dementia said: “Well, see | don’t like to plan ahead, because | can’'t say how I'm going to feel.”

o Finding 2: A carer said: “We know that things are not going to improve, we know that. It's not like a physical illness that can get better. We
know that but maybe I’'m just like an ostrich and sticking my head in the sand, | don’t know.”

e Theme 11: The post-diagnostic support project aimed to promote independence for participants. The findings revealed that, through
individualised, one-to-one support, some participants with dementia began to re-engage socially or with old hobbies.

o Finding 1: One carer who wished her mother could become more independent, even though her mother had regular trips to the shops or
her church with a volunteer organised by the project workers, was pleased that, over time, her mother had become more outgoing and
participated in conversations with other people in the project more often than before: “I think they're great [project workers]. My mum,
whenever | used to take her anywhere, she didn’t speak. Now, she... you know, she... You don’t just speak whenever you’re asked a
question, you... She actually joins in the conversation... | think if you hadn’t have been going to those things, | don’t think she would have.”

o Finding 2: Another person with dementia surprised his wife by going to the shops with one of the project workers: “But what he has done is
because of the nice way they’ve gone about it. He has gone out for lunch with them and he’s popped in for a cup of coffee because it's on
his shopping route, you know. He shops at X’s so when he goes in has, you know . . . he would do that. That’s the one thing I’m quite
surprised about, that he’s done that.”

Author’s These findings indicate there is a variation in ‘usual’ support offered to people with dementia and family members post-diagnosis, with some
comments receiving sufficient support and some receiving none at all. The post-diagnostic support pilot project has served to fill these gaps, offering

individualised support as soon after diagnosis as possible to everyone regardless of type of dementia diagnosis. There was the sense that,
with the support of the project workers, their needs would be addressed when required, there was always the named person to contact and
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there was assurance of a response from the project team. This has been particularly important for those with vascular or mixed dementia who
received little or no ‘usual’ support following their diagnosis.

The availability of information from ‘usual’ services for people with dementia and their carers varied in type and amount, with most information
being in verbal or written form. However, it is also clear that people’s desire to know varied, particularly their desire to know what lies ahead
and this was the case for both people with dementia and their carers. While written information seemed to be fairly accessible for carers, it was
not seen to be so for some people with dementia who expressed discomfort with the process of reading and who struggled with information
overload. This was particularly the case for participants with dementia having to take in information on other illnesses such as diabetes or
heart failure.

In a move away from a ‘one size fits all’ approach, the project workers aimed to deliver individualised information according to a need and
desire to know basis. Their approachableness meant that participants felt able to contact them at any time, knowing that they would receive
the information they required.

The post-diagnostic support project enabled people with dementia and their carers to continue activities, to meet new friends and to fill a gap
in service delivery following the diagnosis until the dementia progresses and intensive service provision is required.

Several participants felt that the level of ‘usual’ support dropped off once the person with dementia was stable (medication or functioning) and
this seemed to be an area of concern, particularly for carers who wanted a regular point of contact. We identified that the post-diagnostic
support project had the potential to fill possible gaps (declining networks, reducing clinical input) by offering ongoing, long-term support,
whether through social events, advice, information or help with planning as needed and wished.

The authors felt that their findings aligned with Gilmour 2011 who proposed five key pillars of post-diagnostic support to be worked towards in
any post-diagnostic service. These are:

(1) Understanding the condition and managing symptoms
(2) Supporting community connections
(3) Peer support
(4) Planning for future care
(5) Planning for future decision making.
Quality e Was there a clear statement of the aims of the research? Yes
assessment 4 |5 g qualitative methodology appropriate? Yes
e Was the research design appropriate to address the aims of the research? Yes
e Was the recruitment strategy appropriate to the aims of the research? Yes
e Was the data collected in a way that addressed the research issue? Yes
¢ Has the relationship between researcher and participants been adequately considered? Yes
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e Have ethical issues been taken into consideration? Yes
e Was the data analysis sufficiently rigorous? Yes

e Is there a clear statement of findings? Yes

e How valuable is the research? Valuable

Overall quality: High

Study details  Country/ies where the study was carried out: UK
Study type: interviews

Aim of the study: this study aims to discuss the use of self-directed supported as a way of empowering people living with dementia to have
greater control over the support they need.

Study dates: not provided. This study was published in 2011.
Source of funding: not provided. The authors work for the Adults’ Services, West Sussex County Council, Chichester, UK.

Participants e Sample size: Not provided
e Inclusion criteria: Not provided
e Exclusion criteria: Not provided
e Sample characteristics: Not provided

Methods The authors interviewed people living with dementia and their carers about their use of self-directed support.
Within local authorities, such as West Sussex County Council (WSCC), self-directed support is being used as the process to enable
personalisation to happen within social services. Self-directed support refers to the system that is used to give people control over how they
use and shape the support that they need to meet their social care needs.
Self-directed support aims to empower those, who are eligible for adult social care, through a number of key ways. One of the most significant
ways is through a personal budget. This is a pot of money that is given to a person to use to purchase services that will meet their social care
needs. Furthermore, individuals have control over their budget to find the support that they feel meets their needs.
A person’s budget can be received in the form of a direct payment. This is a cash payment that comes from the local authority to a person who
has agreed to receive their budget in this way and is able to make arrangements to have their social care needs met.

Until recently a person who could not give their consent was not able to have a direct payment (Section 57 of the Health and Social Care Act
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Thematic
analysis

Author’s
comments

2001 required a service user to ‘consent’ to receiving direct payments). Consequently, this ruled out a number of people with dementia from
receiving a direct payment. However, changes to legislation in 2009 meant that a suitable person could be chosen to receive these payments.
This has meant that direct payments can be open to many more people with dementia via a suitable person. However, this has meant that a
number of areas have needed to be looked at including:

* Following the guidelines to enable a ‘suitable’ person to be chosen.

* Finding ways of supporting the ‘suitable’ person.

* The issues around safeguarding.

If a person does not wish to or is unable to receive a direct payment themselves or through a suitable person then the council can look after
their personal budget and commission services on their behalf or find a suitable organisation to do this.

e Theme 1: Some carers felt a greater sense of empowerment. This is because they had access to a budget.

o Finding 1: A family carer said: “| feel for me it has been a complete life line because | think | am someone who likes to have a certain
amount of control to what is happening to us.”

o Finding 2: “I now have control over who comes through my front door.”

o Finding 3: “When you live with somebody with dementia you naturally slow down. Controlling the budget has helped me to keep my mind
active.”

o Finding 4: “We got mum back, mum with Alzheimer’s, but we got mum back.”
e Theme 2: Funding for respite was useful for carers.
o Finding 1: A carer said: “I use respite in different ways. Respite is sometimes having a personal assistant here for the day, while | go off
and pursue something | enjoy. Sometimes, it gives me the chance to go and visit my daughter.”
e Theme 3: Finding suitable individuals to become personal assistants was difficult for some people:
o Finding 1: A carer said: “Although | advertised in the local paper a number of times only one person applied for the job.”
e Theme 4: When suitable individuals became personal assistants, there were positive results.

o Finding 1: A carer said: “It has provided me with the flexibility to try and create a quality of life for lan in terms of having people he enjoys
being with and shares interests. Some of those people we have known historically as friends who have those skills and whom clearly lan
feels comfortable with already. We have formalised that in terms of a contract which | feel more comfortable about and saves any sense of
exploiting the friendship.”

o Finding 2: A carer said: “I could choose the people | felt had the right chemistry.”
There still needs to be a greater drive towards empowering people living with dementia through self-directed support. This aims to be done in

West Sussex by learning from reports such as ‘Let’s get personal’. This document produced by Alzheimer’s Scotland (2010) has suggested a
number of ways that the successful development of personal budgets can be facilitated by:
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* Increasing awareness through publicity and the provision of impartial information.
* Improving understanding within social work departments.
« Streamlining systems and reducing bureaucracy, with a quicker process for putting in place a direct payment.
* Improving support and information and making reporting requirements more straightforward.
» Working with local authorities to ensure parity across different areas on the flexibility regarding the ways in which direct payments can be
spent.
* Introducing a straightforward process for health money to be included in direct payments (Alzheimer’'s Scotland 2010).
For transformation of services to truly happen there needs to be a fundamental shift in how people without dementia see people with
dementia. It does not matter how much social care changes its structures and paperwork, if staff do not see the person as an individual with
skills and knowledge who has the ability to take control of their life despite the difficulties they face because of having dementia, then nothing
will change.

Quality e Was there a clear statement of the aims of the research? Yes

assessment 4 |5 g qualitative methodology appropriate? No. No recruitment methods were given. No details of participants were given.
e Was the research design appropriate to address the aims of the research? No
e Was the recruitment strategy appropriate to the aims of the research? No

e Was the data collected in a way that addressed the research issue? No. No details of the interview methods was given. There are no details
of the duration of experience with the service that people living with dementia had or their carers had.

e Has the relationship between researcher and participants been adequately considered? No
e Have ethical issues been taken into consideration? Unclear

e Was the data analysis sufficiently rigorous? Unclear

e Is there a clear statement of findings? Unclear

e How valuable is the research? Unclear

Overall quality: Very low

Study details  Country/ies where the study was carried out: UK
Study type: interviews with people living with dementia and focus groups of carers.
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Aim of the study: to determine to what extent the residential care home environment met the requirements of people living with dementia.
Study dates: not provided. This study was published in 2012.
Source of funding: This research was conducted as part of the University College London, MSc in Ageing and Mental Health.
Participants e Sample size: 25 people living with dementia in 5 residential care homes. There were 5 focus groups. 11 family carers took part in three focus
groups.

e Inclusion criteria: At each of the 5 homes, residents who were aged 65 years or over were recruited to focus groups if they had lived in the
home for six months or more and had a diagnosis of dementia. Care home managers were asked to assist the researcher to identify those
residents with probable dementia using the Noticeable Problems Questionnaire. Potential participants were screened by the researcher with
the Mini Mental State Examination, case notes and a clinical assessment to see if they met DSM |V diagnostic criteria for dementia.

e Exclusion criteria: none

e Sample characteristics: People living with dementia: 22 female, 3 male; mean age was 87.9 years; mean MMSE score = 8.8 (SD 5.9).
Carers: 7 female, 4 male

Methods Five care homes within Greater London were recruited as a convenience sample through the researcher’s networks. Three were nursing
homes, of which two had specialized dementia beds. One was a residential home with no specialized provision and one was a large care
home providing residential, nursing and specialized dementia care. Size varied between 35 and 250 beds. All had access to a safe, enclosed

garden.
Thematic e Theme 1: The need for activities, interaction and outings was the most prevalent theme overall.
analysis o Finding 1: A person living with dementia said: “I would like to go shopping.”

o Finding 2: A person living with dementia said: “I like people... and talking.”
o Finding 3: A family carer said: “In an ideal world one would not allow the patients to sleep all day”

o Finding 4: A family carer said: “I have seen them (the staff) sitting around the table writing when | would have thought it might be better to
be trying to socialise with the residents.”

o Finding 5: A person living with dementia said: “...being listened to when you are speaking — not walking away.”
o Finding 6: A family carer said: “Communication | think is very important — at a respectful and consistent level.”

e Theme 2: Participants spoke about having the freedom to be able to carry out normal everyday activities and domestic chores.
o Finding 1: A person living with dementia said: “It would be good to make yourself a cup of tea when you wanted...”
o Finding 2: A person living with dementia said: “They won’t let me have scissors. ‘You can’t go here.’, ‘You can’t go there.’...”
o Finding 3: A person living with dementia said: “I haven’t been in the garden much... this lovely weather.”
o Finding 4: A family carer said: “The patio garden is absolutely safe but they still don’t go out on their own.”
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o Finding 5: A person living with dementia said: “There should be a small kitchen.”
e Theme 3: Rooms with views were highly valued.
o Finding 1: A person living with dementia said: “I like the lovely view.”
o Finding 1: A family carer said: “What was really needed was lots of windows — low down, panoramic views.”
Author’s Many studies have highlighted that activities are important to care home residents (Hancock et al., 2006; Harmer & Orrell, 2008; Reilly et al.,
comments 2006, Schreiner; Yamamoto, & Shiotani, 2005). This was the most important theme, with many residents complaining of boredom, spending
much time sitting doing nothing, despite the fact that the homes studied all had organised programmes of activities. Staff mentioned exercise
groups, games, arts and crafts and cookery. In contrast, the residents and their carers wanted to go out for walks or to the shops and to help
with domestic chores. People recognised that residents’ wishes were not being met but staff often felt they were too busy to spend time with
the residents identifying what their wishes were. So although staff knew about person centred care (Kitwood, 1997) it was seen as an ideal
rather than a realistic goal. Whilst many residents participated in activities, many others did not and a number of carers expressed concerns
that residents were not actively encouraged to join in. Instead of following good practice by trying to incorporate meaningful activity into each
resident’s everyday life, group activity sessions were often regarded by staff as an adequate provision for the residents’ needs. Organized
activity may be easier to arrange but may not meet the residents’ needs. Staff training and the use of standardized assessments such as the
Pool Activity Level (Pool, 2007) may help in tailoring activities to the individual.

For people with dementia the most important factors in the care home environment were not the layout or design of buildings but the ability to
make choices, engage in activities, and the staff approaches to care. Freedom seemed highly constrained and residents were rarely allowed
to take any risk, however minimal. There is a danger that care home life may be becoming over regulated (with a corresponding increase in
paperwork at the expense of promoting choice and person centred care).

Quality e Was there a clear statement of the aims of the research? Yes

assessment 4 |5 g qualitative methodology appropriate? Yes
e Was the research design appropriate to address the aims of the research? Yes
e Was the recruitment strategy appropriate to the aims of the research? Yes
e Was the data collected in a way that addressed the research issue? Yes
e Has the relationship between researcher and participants been adequately considered? Yes
e Have ethical issues been taken into consideration? Yes
e Was the data analysis sufficiently rigorous? Yes
e Is there a clear statement of findings? Yes
e How valuable is the research? Valuable
Overall quality: High
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Study details

Participants

Methods

Country/ies where the study was carried out: UK
Study type: semi-structured interviews, focus groups and small group interviews

Aim of the study: To establish whether a specialist multiagency home care service for older people with dementia delivered better quality care
than standard services, and how any improvements were achieved.

Study dates: not provided. This study was published in 2007.

Source of funding: NHS Executive Trent Regional Office Research & Development Group Award under the Supporting Research Careers
Scheme supplemented by some funding from the Mamroth-Fabisch Donation.

e Sample size: 27 people living with dementia and 18 family carers

e Inclusion criteria: The investigators obtained the names of clients aged 65 and over receiving Social Services commissioned home care. For
both services, clients with a diagnosis of dementia or known to the service as having memory problems were identified by home care
managers.

e Exclusion criteria: none

e Sample characteristics: People living with dementia: 21 women, 6 men; 16 mild/moderate, 11 severe. Carers: 12 women, 6 men; 3 spouses,
8 daughters, 3 sons, 4 other relatives.

The specialist service was introduced in two areas of Nottingham City (Clifton, population 26,000 and Bridge, population 9,000). This service
was compared with the standard service in a demographically similar area (Bestwood, population 15,000).

The specialist multiagency home care support service’s aim was to reduce high levels of care home placement.

Specialist service care workers were given additional training in dementia care. They had licence to perform tasks flexibly, including
undertaking visits outside the home or providing respite for family carers, and roster design ensured maximum continuity. Weekly meetings
covered debriefing, supervision and support from a service manager, occupational therapist and community psychiatric nurse.

The specialist service focused on clients’ overall needs, requirements and preferences, rather than specific physical care tasks. Through multi-
disciplinary health and social services support, care was individually designed to meet clients’ assessed needs and their on-going
requirements, with a ‘needs-led’, not

‘provider-led’ philosophy. Continuing multi-disciplinary review of provision enabled care workers to monitor clients’ needs closely, adjusting
care plans as necessary. When capacity was reached a waiting list operated.

The standard service was provided by Local Authority in-house services or independent sector agencies. Social worker assessments identified
tasks that care workers would undertake and available staff supported however many clients were identified with needs, even if these could
not be fully met (no waiting list operated). Administrative meetings were held monthly. Continuing review and flexible service delivery were not
described.
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Thematic
analysis

Author’s
comments

Quality
assessment

e Theme 1: The specialist service helped reduce carers’ burden by focusing on their needs as well as those of the person with dementia.

o Finding 1: Sharing the responsibility of care alleviated the pressure experienced by many carers who had other competing roles, such as
that of wife or mother, and helped prevent crisis situations: “It was the relief that | could keep my mother at home and she was being well
looked after because | realised that the time would come when | couldn’t cope with the dual role of three relatively young sons and my
husband and my mother and do the best for both of them. | was doing the best for my mother and, you know, neglecting them and if | was
doing the best for them | was neglecting her.”

The specialist multiagency home care service was superior to standard care.

e Was there a clear statement of the aims of the research? Yes

¢ |Is a qualitative methodology appropriate? Yes

e Was the research design appropriate to address the aims of the research? Yes

e Was the recruitment strategy appropriate to the aims of the research? Unclear. Saturation of themes was not mentioned.

e Was the data collected in a way that addressed the research issue? No. The aim was to compare standard care to needs-led care. There
was only one quotation from a carer. There were no quotes from people living with dementia. Therefore, from a service-user perspective, the
data was not collected and/or presented in a way that addressed the research issue.

e Has the relationship between researcher and participants been adequately considered? Yes
e Have ethical issues been taken into consideration? Yes

e Was the data analysis sufficiently rigorous? No. There was only one quotation from a carer. There were no quotes from people living with
dementia.

e |s there a clear statement of findings? Yes
e How valuable is the research? Unclear
Overall quality: Low

Study details

Country/ies where the study was carried out: UK
Study type: focus groups with relatives, Relative Stress Scale, QUAIity of Life In late-stage Dementia scale (QUALID)
Aim of the study: The Oxleas Advanced Dementia Service aims to help patients with advanced dementia to live at home for as long as
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possible in the last year of life with support from family and/or carers.

Study dates: not provided. This report was published in 2013.

Source of funding: The Greenwich team did not receive any direct funding; it was run as a part of the services provided by the Older People
Community Mental Health Team in Oxleas Foundation Trust, using existing staff time. The Bexley project was initially funded through a 12-
month clinical fellowship in

2011 worth £60,000 which paid for the clinical fellow’s specialist input into the service. The APN time was allocated as part of an existing role
and the dementia social worker’s time was funded by Bexley Council. Once the fellowship ended, the service continued with discretionary
funding of £52,000 from Oxleas Foundation Trust for a community psychiatric nurse (CPN) working three days a week until September 2013.

The report is published by The King’'s Fund.

Participants e Sample size: 9 people living with dementia and 9 carers

e Inclusion criteria: This approach is targeted at complex patients with advanced dementia towards the end of their lives. Eligible patients were
classified as suffering from severe or very severe cognitive decline (stage 6 or 7 of the Global Deterioration Scale for dementia) with
accompanying physical ailments such recurrent infections or fevers, incontinence, pressure ulcers, ongoing pain or general physical frailty.
Many patients became bed bound, requiring help with daily activities such as eating and dressing. In addition to physical symptoms, people
with advanced dementia may display severe, persistent psychological or emotional distress including agitation, aggression, anxiety and
restlessness. In addition, the people living with dementia had a primary carer (normally a family member) because care co-ordination took
place at home.

e Exclusion criteria: none
e Sample characteristics: The majority of the caseload is aged over 65, with an average age of 75 years.

Methods The Oxleas Advanced Dementia Service aims to help patients with advanced dementia to live at home for as long as possible in the last year
of life with support from family and/or carers. The service consists of a consultant in old-age psychiatry, several specialist nurses and a
dementia social worker. The core team works with GPs, secondary care and social services to support carers in providing ongoing and
palliative care. Staff respond to crises at home to prevent unnecessary hospital admissions where possible and reducing the likelihood that
patients are placed in residential care.

The Oxleas service caters for people with a diagnosis of moderate to severe advanced dementia, complicated by complex mental and physical
comorbidities requiring social care input, who are being supported to live at home (by family or paid carers). These patients tend to be in the
last year of their lives with an average age of 75. The service has capacity to support up to 25 patients, as staff co-ordinate care in addition to
their substantive roles.

Approach to care co-ordination

In Greenwich, care co-ordination is led by a consultant old-age psychiatrist based in the local mental health trust, working alongside specialist
nurses called community matrons. In Bexley, the same psychiatrist works with a community psychiatric nurse (CPN), an advanced practice
nurse (APN) and a social worker specialising in dementia. Staff in the service liaise with community mental health services and GPs to provide
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care in patients’ own homes, focusing on supporting the carer and/or family to provide palliative care for the patient.
Organisational structure

Although the service is integrated, the approach to co-ordinating social care differs between the boroughs. In Greenwich, patients known to the
social services department in the local authority have a care manager in that service with responsibility for organising care packages, respite
care and equipment. If the patient is not known to social services, a care co-ordinator from the advanced dementia service can carry out these
tasks directly. In Bexley, a social worker with a special interest in dementia organises all the care packages.

Primary care and other external care providers

Liaising with services in primary care and in the community is integral to the Oxleas model. Staff have developed strong links with other
professional groups including district nurses, social workers, occupational therapists, physiotherapists and relevant specialist services such as
the speech and language team. However, engagement with local GPs is variable and generating referrals has been problematic. This may be
due to a lack of understanding or awareness of the service. The service has attempted to actively engage GPs, presenting to GPs at the
launch of the new memory service in 2011 and visiting GPs; however, levels of engagement have not improved.

The process of care co-ordination

Step 1: Referrals/case finding

Oxleas Advanced Dementia Service model and care process
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Patient assessment
includes:

medication; continence;
equipment; nutrition/
swallowing; sleep;
mobilitw rigidity; spiritual
needs; quality of life;
existing care package;
palliative and end-of-life
care; and eligibility for
continuing care

* Speech and
language
therapists

* District nurses
* GPs
* Social workers

+ Secondary care
services

* Others as needed

Care co-ordinator
continuously works
with patient and carers
to adapt care plan

A N 4
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care co-ordinator,
assigned
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Loy mehz Psychiatrst  practice

nurse nurse

Care co-ordinator
continuously works
with patient and carers
to adapt care plan

Carer assessment
includes:

measurement of carer
stress, carer support
and respite needs,
carer education

In Bexley, a dementia
social worker forms part of
the multi-disciplinary team

Data collection and
audit takes place
throughout the process

(eg number/demographics
of patients in service,
length of stay in service,
number of patients, that
tied at home, number of
days/episodes of hospital
admissions, interventions
and time, carer stress,
QUALIDY)
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Thematic e Theme 1: The people living with dementia generally experienced an increase in their quality of life.

analysis e Theme 2: Familial carers’ stress scores improved or remained stable for all the carers measured:
e Theme 3: Carers valued the co-ordinator’s role as the person responsible for organising care, and as problem-solvers.

o Finding 1: A son said: “...[the service] was very good but without your influence, when you try to call services you find yourself up against a
wall.”

o Finding 2: A daughter said: “[Before the service] we had all these people involved in mum’s care and she was going to the day centre and
seeing all these professionals but the responsibility was no-one’s.”

e Theme 4: Supporting carers was another strong theme emerging from the focus groups; having a named person to contact in times of crisis,
and the security that they would not left to manage alone.

o Finding 1: A husband said: “You really need someone like this because even if at the moment you are coping, the time will come when you
will find it very very hard.”

o Finding 2: A daughter said: “What a [relief] to have someone to check on her and make sure all the other services are connected with each
other as well. And not discharge her, as [other services] sometimes think: | haven’t heard from them for a while they must be doing really
well.”

o Finding 3: A daughter said: “With this service, in the last year, everything is now on the board... [Dad] knows who to expect, when they are
coming and who everybody is. For me, this is a very positive thing and | know it is for mum [the person living with dementia], she feels
more secure.”

Author’s An internal audit of the service has shown that 70 per cent of patients die at home, compared to figures for England and Wales of 6 per cent

comments for dementia patients in 2010 (Alzheimer’s Society 2012). Analysis of the first year of the Bexley project observed improvements for the
majority of patients on the quality of life in late stage dementia (QUALID) scale and reduced stress levels for carers using the Relative Stress
Scale.

The existence and continuing success of the Oxleas service is due to a small number of dedicated individuals who have sought to deliver an
integrated service for patients and families who often experience a disjointed health and social care system. It has run for eight years, a long
time compared with other models of care co-ordination. Despite this, attempts to develop an economic case for funding within the service have
proved unsuccessful. The lack of dedicated management support has impeded their ability to produce a long-term business plan and robustly
evaluate the benefits of this model. Clear, systematic and on-going evaluation of clinical outcomes, patient experience and the costs
associated with care co-ordination projects should be viewed as an essential element of any programme. While the service has succeeded in
becoming more embedded as a way of working within the trust as a result of the quality of care it provides, it remains a small service with a
limited caseload despite growing demand.

Elements of the care processes used by the Oxleas service are relevant to other models of care co-ordination.

Building resilience among carers

Carers underpin the Oxleas model with team members providing specific care and advice to help them to cope while under enormous stress.
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Case finding and relationship building

Staff identify suitable patients through their other roles in the mental health or community teams. A supportive culture surrounds all staff
working within the service, and members of the team have built strong links between physical and mental health services.

Multiple referrals into a single entry point

Referrals are accepted from a wide range of health care professionals and a standardised referral form is used to capture information which
flows into a single system for assessing and allocating cases to care co-ordinators.

A holistic care assessment and a personalised care plan

A single comprehensive assessment of the patient and carer addresses physical, mental health and social care needs. Following the
assessment a personalised care plan is produced to put in place the services required and an emergency plan is put in place to deal with
times of crisis.

Dedicated care co-ordination

The care co-ordinator takes on the role of primary contact with the patient and family. This role is filled by a specialist nurse with physical or
mental health skills, e.g. a CPN, APN or community matron. They do not receive any formal training, but are all experienced case managers.

Rapid access to advice and support from a multidisciplinary team

The patient and carer are given a phone number for the care co-ordinator; if a crisis occurs (in working hours) or they need advice over the
phone the coordinator will respond or delegate to another member of the team.

Split care assessment and co-ordination functions

Care assessment is led by the consultant psychiatrist working alongside a specialist nurse. Once a care plan is agreed, care co-ordination is
led by a specialist nurse.

Access to the right equipment, support for relevant medication, food, and social care needs were essential elements of caring for advanced
dementia patients at home. Carers were often blocked from accessing support due to a poor understanding of the needs of advanced
dementia care. As a result, they valued regular visits from a care co-ordinator who understood these pressures and could give advice if
needed.

Quality e Was there a clear statement of the aims of the research? Yes

assessment 4 |5 g qualitative methodology appropriate? Yes
e Was the research design appropriate to address the aims of the research? Yes
e Was the recruitment strategy appropriate to the aims of the research? Unclear. Saturation of themes was not mentioned.
e Was the data collected in a way that addressed the research issue? Unclear. Focus groups may not be as thorough as individual interviews.
e Has the relationship between researcher and participants been adequately considered? Yes
e Have ethical issues been taken into consideration? Yes
o Was the data analysis sufficiently rigorous? Unclear. Saturation of themes was not mentioned.
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e Is there a clear statement of findings? Yes
e How valuable is the research? Very valuable
Overall quality: Moderate

Study details

Participants

Methods

Thematic

Country/ies where the study was carried out: UK

Study type: semi-structured interviews

Aim of the study: to explore the attitudes toward self-management held by people with early stage dementia and their family caregivers. They
examined their views and perceptions of self-management and explored factors that could make self-management difficult.

Study dates: not provided. This study was published in 2015.

Source of funding: National Institute for Social Care and Health Research grant.

e Sample size: 13 people living with early stage dementia and 11 carers.

e Inclusion criteria: Participants were recruited from a memory clinic serving a semirural population in North Wales. People were recruited if
they had early stage dementia, as indicated by a Mini-Mental State Examination score of 20 or above, or were the caregiver of someone
experiencing early stage dementia (defined as a family member or close friend who provided day-to-day support).

¢ Exclusion criteria: A history of significant neurological conditions, brain injury, or psychiatric illness; inability to provide informed consent; or
risks to researchers visiting the participant at home. There were no exclusion criteria for caregivers.

e Sample characteristics: People living with dementia: 9 women, 4 men; mean age (SD) = 75.54 (8.40); 11 living with partner, 2 living alone.
Carers: 5 women, 6 men; mean age (SD) = 74.18 (6.97); 11 spouses.

Interviews were conducted by the first author, and in most cases the participants with dementia and their caregivers were interviewed
separately. This procedure was chosen so that participants could talk openly without being influenced by the presence of family members. In
three cases this was not possible, and although separate interviews were conducted, both parties were present throughout. Two interviews
were conducted at the memory clinic, but most participants opted to be interviewed at home.

Interviews were semi-structured and a topic guide was followed. Respondents were asked about the following topics: how they were self-
managing with regard to memory problems at the moment; what advice, information, and support they thought would benefit people with
regard to self-managing memory problems; their understanding of self-management; and their perception of its usefulness in managing
memory problems. These questions were informed by the study aims and an overview of the relevant literature. Interviews were
conversational and participants could introduce new areas of discussion if they wished.

e Theme 1: The caregivers felt responsible and burdened. This left the person with dementia feeling disempowered.
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analysis o Finding 1: A carer said: “Cos when you're married to somebody like that you [have] got to take the whole responsibility, haven’t you?...
They can’t do, you know, nothing at all, so you’ve got to take over everything.”

o Finding 2: A person living with dementia said: “I don’t like being checked for little things.”

e Theme 2: One particular source of self-management support that received unanimous endorsement from people with dementia and
caregivers was providing support groups, which could offer companionship as well as information. It was felt that support groups provided a
social outlet and a venue where information could be shared. In particular, respondents indicated that sharing practical tips and strategies
among themselves would be beneficial.

o Finding 1: A carer said: “A group would be useful in the fact that, I'm sure that [people] would benefit from knowing that other people are
going through the same thing, because sometimes you feel isolated and having a group of people having the same problem and being
able to talk to other people with the same problem, and | reckon it will be encouraging.”

o Finding 2: A person with dementia said: “With having the others to talk to as well, we’ve realized that that everybody’s in the same boat
and you could compare ideas and err and, you know, tell how each other felt. And err the interesting thing I, we, found out; that everybody
seems different as well. Everybody’s got their own set of problems and err ways that helps [them]. Ways of coping with it.”

e Theme 3: Additional support, such as a support group, was available, but these were often time-limited, which led both caregivers and
people with dementia to the question of what happened when such support ended.

o Finding 1: A caregiver said: “You also need somewhere for that to continue afterwards, and that, that does need a formal setting.”

This implies that respondents did not want to be left to cope with the condition by themselves but wanted formal support to help them
manage.

e Theme 4: People living with dementia and their caregivers felt that there was a lack of support.

o Finding 1: A person living with dementia said: ““| don’t think there is, because it’'s your life and you have to live it, and if you don’t live it,
well, who is there to pick you up? Who's there to pick you up? Nobody; only yourself.”

o Finding 2: A carer said: “It’s learning on a daily basis. | mean we’re not equipped, we haven’t been trained... so you learn as you’re going
along... You see a deterioration and how do you manage that deterioration? Because actually, you don’t realize you're managing it —
you're just doing it.”

e Theme 5: Respondents thought that professional support was important for effective self-management, and valued this resource. They
thought that this help was necessary because not everything could be self-managed within the family. As illustrated in the quote below, most
respondents talked positively about the specialist services they received and some talked similarly about wider services, such as the support
of general practitioners. Respondents often focused on the information they had received, noting especially how understandable it was.
Respondents also commented on the lack of services available to them. In addition to medical/support services, this could include access to
transport. Caregivers especially expressed a desire for “simple advice” to help them deal with the difficulties they experienced. This could
include filling in forms, finding out about services that were available, and looking at the “hurdles” they might face.
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o Finding 1: A person living with dementia said: “Well, they were marvellous in [the memory clinic]... Everyone was very supportive, and the
staff nurse [who] was with me was very good, and everyone was, the consultant, everybody.”

e Theme 6: Many respondents were unsure how to access the services that were available, and reported finding them limited and poorly
integrated. This made it harder to self-manage the condition.

o Finding 1: A caregiver said: “When I've mentioned it to our own GP or a GP down there, erm, I've just said about the tablets and that, ‘Oh
you'll, have to see [the memory clinic].” They feel that... Alzheimer’s is to do with [the memory clinic]. That’s the impression | get from
them. But it’s a sort of division."

e Theme 7: Some people with dementia referred to using practical aids to support their memory.

o Finding 1: One man with dementia talked about using the date function on his television remote control to orient himself in time; however,
he did worry that using such an aid would increase his dependency: “Yeah, well that was one way to get 'round it, but you think, ‘Am |
doing the right thing by doing this? I’'m not remembering anything if | keep relying on stuff like this.”

o Finding 2: A carer said: “She prepares all the ingredients first and puts them in a little pots in a row so she has something to refer to. She
can counts the numbers, counts the items so she knows, and then she knows whether everything’s in or not and if anything’s missing it's
there so.”

e Theme 8: What was most pertinent to carers was the diminished ability of the person living with dementia to complete daily tasks.

o Finding 1: A carer said: “Well, he can’t really do any jobs now. You know, like the washer on the... Well, my son came a couple of weeks
ago and | had my sons and err he [person living with dementia] needed a washer on a tap. But | couldn’t ask Karl [person living with
dementia] to do it 'cos he wouldn’t have known — known what to do.”

e Theme 9: The approach of normalising difficulties was evident in many interviews.

o Finding 1: A carer said: “Erm, 'cos you know when they talk about people with memory problems and things like that, well it isn’t true.
They, they do have a difficulty with memories, but we’ve all got it. It's not a problem; you get by.”

e Theme 10: A sense of stoicism, often expressed when respondents gave their ideas about self-management, was evident in many
interviews, and this seemed to be a form of psychological management. Some respondents also spoke of this form of self-management as
“determination,” and a related sentiment was the need to adopt a positive attitude. Caregivers also talked about being patient, whereas
people living with dementia talked more about not dwelling “on the downside of it,” and instead finding “some humour.” This way of self-
managing was evident in several interviews and the investigators heard laughter in many interview recordings.

o Finding 1: A carer said: “Just, you’ve just got to get on with the thing,”

o Finding 2: A person living with dementia said: “You’ve got to keep, as you can, to keep, keep up with what you’'ve normally done.”

o Finding 3: A carer said: “It, it, it's helpful to have erm, a good outlook, to be positive. That's, that’s the word.”

e Theme 11: Some people with dementia discussed losing confidence, and it was additionally evident in the interviews that people with
dementia often expressed themselves hesitantly and requested reassurance. It was implied that this loss of confidence could diminish
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people’s belief that they could self-manage. In some cases, this loss of confidence seemed to relate to uncertainty about the future and how

the illness would progress.

o Finding 1: A person living with dementia said: “Well you start thinking, ‘Well, have | got a future?’ You think your memory’s gone; well what
else is gonna go? You see people sitting like a row of cabbages and you think, ‘No. Am | going to sit like that?’ I'd rather snuff it than sit
like that all day.”

Author’s Respondents thought of self-management as “coping” and “looking after” themselves, and they identified that they did try to do these things
comments despite tensions in managing personal relationships and developing relationships with professional services.
Participants described various things that facilitated self-management, including keeping their mind working and adopting a positive, stoic
attitude. They also gained support from others experiencing similar situations. The primary self-management techniques described by
respondents included emotional stoicism, humour, and, for some respondents, a tendency to normalize the difficulties they were facing. In
terms of social cognitive theory, which often forms the basis for self-management approaches, the main perceived barriers to better
management were the dementia symptoms and a dearth of support. Respondents’ goals focused on keeping busy, trying to maintain cognitive
abilities, and remaining stoic.
Maintaining a positive attitude could include taking steps such as ensuring that there were positive things to look forward to and staying active.
Other similar self-management strategies involved cultivating self-confidence and a resolve not to worry about the future. A few respondents,
mainly caregivers, also made plans to prevent future worries, such as arranging finances. Only one respondent, a caregiver, talked about
making power of attorney arrangements as per recommendations. However, respondents sometimes implied that it was previous life
experience and personality style that determined whether such psychological self-management strategies could be employed. For some, the
ability to cope was an intrinsic part of who they were, and one person with dementia commented that they were “born that way”.
Some respondents also indicated that they were managing other conditions related to health, mobility, and age. These could also interfere with
self-management of dementia. For instance, one respondent who had dementia talked about stopping daily activities because of her arthritis
rather than her memory problems. Two caregivers also implied that age or health impacted their daily functioning.

Quality e Was there a clear statement of the aims of the research? Yes
assessment |5 3 qualitative methodology appropriate? Yes
e Was the research design appropriate to address the aims of the research? Yes

e Was the recruitment strategy appropriate to the aims of the research? Yes. The investigators thought that data saturation was being
approached.

e Was the data collected in a way that addressed the research issue? Yes

e Has the relationship between researcher and participants been adequately considered? Yes
¢ Have ethical issues been taken into consideration? Yes

o Was the data analysis sufficiently rigorous? Yes
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Study details

Participants

Methods

e Is there a clear statement of findings? Yes
e How valuable is the research? Valuable
Overall quality: High

Country/ies where the study was carried out: UK

Study type: semi-structured interviews

Aim of the study: to explore the effect of the memory service on staff, referrers, people living with dementia and family carers.
Study dates: March to August 2014

Source of funding: not mentioned

e Sample size: 16 people living with dementia and 15 carers

e Inclusion criteria: Purposive sampling was used to identify a group of people living with dementia and carers with a mix of demographic
characteristics and differing views about the memory service.

e Exclusion criteria: none

e Sample characteristics: not provided

The following description of the Croydon Memory Service was taken from Banerjee 2007: The Croydon Memory Service has two main aims:

« Early identification and engagement with people with dementia and their carers.

* Provision of a comprehensive early assessment, diagnostic and treatment service for people with dementia and their carers.

This involved the introduction into the existing local system of care of an additional low-cost, high-throughput, generic service to enable early
identification and intervention in dementia. The model was one of modest extra investment (£230,000 to establish a full-time team of five
members for a borough with 46,000 65+) with system redesign to deliver new functions increasing the capacity to diagnose and manage
dementia.

The model has at its core generic team working. This removes the rate-limiting step which is imposed when all referrals need to be seen by a
particular individual or professional group. In the CMSM, the team training is paramount so that any individual, no matter what their clinical
background, can complete the initial assessment. The diagnosis is made and the management plan formulated by the multidisciplinary team
as a whole. Following this, profession-specific skills can be deployed as needed. Assessment and care is provided in the patients’ own homes.
The model was designed to maximise efficiency and acceptability and to be easily transferable to and replicable in other areas.
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Thematic
analysis

Author’s

comments

Quality
assessment

The team involves nursing, psychiatry, social work and psychology. The team leader is a clinical psychologist. The treatments offered to those
with mild to moderate dementia include the anti-dementia drugs (the acetylcholinesterase inhibitors), social interventions, and individual and
group psychological therapies.

e Theme 1: People living with dementia and their carers valued the continuity of having a key worker from initial assessment throughout the
treatment and management.

o Finding 1: A person living with dementia said: “It's reassuring. You can’t, don’t have to explain every time what you think, what’s going on
and so on.”

e Theme 2: People living with dementia and their carers recognised the one stop shop aspect of the memory service. Ten participants
described the memory service as a central point of access to all necessary services.

o Finding 1: A carer said: “It's the whole lot in one place rather than different groups in different places. It’s like you get all, everybody you
need in one place, so that’s very helpful.”

The efficiency of the team was noted by people living with dementia and their carers. People living with dementia and their carers were
satisfied by the care provided.

The consistency of having a key worker from the point of assessment onward was valued by people living with dementia and their carers. They
described the benefits of not having to explain their situation anew each time they had contact with the service. The continuity was seen as
reassurance, especially important for people coping with a distressing iliness. This appears to be a marker of improved quality care.

e Was there a clear statement of the aims of the research? Yes

e |Is a qualitative methodology appropriate? Unclear. Although saturation of themes was mentioned, there were only two quotes from people
living with dementia and their carers.

e Was the research design appropriate to address the aims of the research? Yes. However, we are only interested in outcomes regarding
people living with dementia and their carers. The emphasis of the study was on the opinions of staff.

e Was the recruitment strategy appropriate to the aims of the research? Yes. Saturation of themes was mentioned.
e Was the data collected in a way that addressed the research issue? Yes

e Has the relationship between researcher and participants been adequately considered? Yes

e Have ethical issues been taken into consideration? Yes

e Was the data analysis sufficiently rigorous? Unclear. Although saturation of themes was mentioned, there were only two quotes from people
living with dementia and their carers.

e Is there a clear statement of findings? Yes
e How valuable is the research? Valuable
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Overall quality: Moderate. There were only two quotes from people living with dementia and their carers. The emphasis of the study appears to
be on the opinions of staff.

E.3.1.2 Quantitative evidence

RCT

Inclusion criteria: Eligible veterans received primary healthcare from the Veterans’ Association (VA), resided outside
a residential care facility at enrolment, lived within a partnering Alzheimer’s Association Chapter’s, service area;
were 60 and above; and had at least one International Classification of Diseases, 9th Revision dementia diagnostic
code in the medical record.

Exclusion criteria: None

N= 328 people living with dementia and their carers.

n= 206 experimental intervention: ‘Partners in Dementia Care’

Baseline cognitive symptoms (SD) = 6.77/14 (3.78), baseline behavioural symptoms (SD) = 2.60 (2.56)

Caregiver age (SD) = 68.56 (12.64)

n= 122 comparator: usual care

Baseline cognitive symptoms (SD) = 6.77/14 (3.65), baseline behavioural symptoms (SD) = 2.49 (2.32)

Caregiver age (SD) = 71.77 (10.39)

Partners in Dementia Care (PDC) was a coaching model driven by the preferences of veterans and caregivers.
Coordinators offered guidance in finding solutions to the concerns that were priorities of veterans and caregivers.
PDC had a standardized protocol, with a minimum of one contact between coordinators and veteran/caregiver
dyads per month, with more frequent contacts as needed. Two half-time care coordinators delivered PDC; one from
the VA medical centre and one from the partnering Alzheimer’s Association Chapter. The two coordinators worked
as a team, sharing the electronic Care Consultation

Information System. Coordinators had bachelors or master’s degrees in social work, nursing, or other helping
professions.
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VA coordinators had primary responsibility for veterans’ medical-related concerns (e.g., medications, disease
management,

VA services and benefits); Alzheimer’s Association coordinators had primary responsibility for caregivers’
nonmedical concerns (e.g., care-related strain, community service use).

PDC was low-cost because it was delivered by telephone, mail, and e-mail. Two partnering half-time coordinators (1
full time equivalent) maintained caseloads of 100 to 125 families. Although economies of scale came from larger
caseloads and exact program costs depended on salaries and benefits of care consultants, all expenses to deliver
PDC typically (i.e., salaries, benefits, equipment, supplies, training, software, licensing, supervision, overhead) were
$60 to $80 per month per family. PDC’s main components were: (1) initial assessment, (2) action plan, and (3)
ongoing monitoring and reassessment.

Usual care

Percentage of participants with any hospital admissions

Mean number of hospital admissions

Percentage of participants with any emergency department visits
Mean number of emergency department visits

Utilisation records were extracted electronically for 1-year post each participant’s baseline interview. Data on non-
VA hospital and ED use (including urgent care) came from the structured caregiver research interviews.

The following were measured at 6 months:

Cognitive symptoms

Cognitive symptoms were the sum of seven items, scored from (0) to (2) (“no,” “some,” or “a great deal” of difficulty),
that asked caregivers about the amount of difficulty veterans had with: tracking current events; knowing the day of
the week; repeating things; paying attention; and remembering addresses, people, and appointments.

Behavioural symptoms

Behavioural symptoms represented one part of the broad category of neuropsychiatric symptoms that can be
particularly stressful for caregivers. It was the sum of four items, scored from (0) to (3) (“none of the time” to “most
or all the time”), that asked about the frequency of veterans: complaining or criticizing, interfering with family
members, yelling or swearing, and being agitated.

Not provided. This study was published in 2015

USA
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o Did the trial address a clearly focused issue? Yes

e Was the assignment of patients to treatment randomised? Unclear. The details of centre randomisation were not
given.

¢ Were clinicians and investigators blinded? No. However, this is not likely to be relevant because the outcome
measures are not subjective.

o Were the groups similar at the start of the trial? Yes

o Aside from the experimental intervention, were the groups treated equally? Yes

¢ At the end of the trial, were all patients accounted for? No. There was a very large dropout rate for unknown
reasons: 31.1% in the intervention group and 34.7% in the usual care group.

e Can the results be applied to the local population? Unclear. The system in the USA may differ from the UK
system.

o Were all clinically relevant outcomes reported? Yes

Overall risk of bias: High

RCT

Inclusion criteria: Eligibility requirements for veterans included receiving primary healthcare from the Veterans’
Association (VA), residing outside a residential care facility at the time of enrolment, living within a partnering
chapter’s service area, being 60+ years of age and having a dementia diagnostic code from the International
Classification of Diseases,

Ninth Revision recorded in the VA medical record. VA primary care physicians confirmed veterans’ diagnoses and
eligibility prior to sample selection.

Exclusion criteria: None

N= 194 people living with dementia and their carers.

© NICE 2018. All rights reserved. See Notice of rights.
112


https://www.nice.org.uk/terms-and-conditions

Dementia
Appendix E: Evidence tables

n= 122 experimental intervention: Partners in Dementia Care

Mean age (SD)= 78.72 years (8.64); mean cognitive impairment score (SD) = 11.54/28 (6.28)
n= 72 comparator: usual care

Mean age (SD)= 80.32 years (6.54); mean cognitive impairment score (SD) = 10.77/28 (5.37)

Two half-time care coordinators, with part-time administrative assistant support, delivered PDC at each intervention
site. One care coordinator worked in the local VA medical centre (healthcare organization) and the other worked in
the partnering Alzheimer’s Association chapter (community service organization). Although from different
organisations, the two care coordinators worked as a team, with one shared electronic Care Coordination
Information System (CCIS) and regularly scheduled planning and case-conference meetings. Care coordinators had
bachelor’s or master’s degrees in social work, nursing or other helping professions.

The care coordinator from the VA medical centres had primary responsibility for assisting veterans with medically
related concerns (for example, medications, accessing medical services, disease management) while the care
coordinator from the Alzheimer’s Association chapter had primary responsibility for assisting caregivers with
nonmedical concerns (for example, care-related strain, accessing family support and information services). The VA
care coordinator also focused on helping families access VA services and benefits, whereas the Alzheimer’s
Association care coordinator focused on helping families use community services, including those offered by the
Alzheimer’s Association. This division of labour between care coordinators capitalized on the complementary
strengths of each partner organization and represented a bridge between health care and community services.
Training for care coordinators consisted of a 1.5-day initial session on the PDC philosophy, service-delivery protocol
and the CCIS that guides service delivery. Additionally, one- to two-hour biweekly refresher trainings were
completed throughout the study period. These sessions focused on case reviews to monitor fidelity to the
intervention protocol, strategies for working with a partner organization, using the CCIS and handling difficult cases.
Continuing education also was provided on special topics, such as differences among illnesses that cause
dementia, helping families respond to emergencies and respite for caregivers.

PDC is a coaching model driven by consumer choice, with care coordinators helping find solutions to concerns that
are the priorities of veterans and caregivers. PDC followed a set, standardized protocol that required a minimum of
at least one contact between care coordinators and consumers per month; more-frequent contacts occurred as
needed. The protocol required care coordinators to discuss with veterans and/or caregivers a broad range of
medical and nonmedical concerns, although the specific content was customized to consumers’ preferences and
needs.
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PDC is a low-cost service delivered by telephone, mail and e-mail, with in-person contacts rarely needed. The two
half-time care coordinators from the partnering organisations (one full-time equivalent (FTE)) maintained caseloads
of 75 to 125 families. All expenses to deliver PDC (that is, salaries, benefits, equipment, supplies, training, software,
licensing, supervision, administrative overhead) can be recovered by charging a fee of $60 to $80 per month per
family.

PDC gives equal attention to preferences and needs of veterans and caregivers. Veterans with dementia are
engaged in the program whenever possible, despite their impairments. Veterans without caregivers are able to use
PDC, so long as they can communicate by telephone. If veterans are too impaired to communicate by telephone,
their caregivers can be the sole participant in the program.

PDC has three main components: 1) initial assessment, 2) action plan, and 3) ongoing monitoring and
reassessment.
Initial assessment

The initial assessment is completed gradually during the first four weeks of enrolment. It is designed to be brief, with
the action plan to address assessed concerns implemented simultaneously with or prior to completion of the entire
initial assessment. The initial assessment covers a broad range of domains or potential problem areas: 23 for
veterans (for example, coordinating and accessing VA services, medication management, getting and
understanding the diagnosis) and 16 for caregivers (for example, finding and accessing community services, care-
related strains and depression). The required initial assessment consists of a single-item trigger question for each
domain; trigger questions can be formally asked or covered informally during conversations. More extensive
detailed assessment questions are available for each domain as optional tools, if additional probing is necessary to
clarify a problem.

Action plan

The action plan is the core of PDC. It comprises simple behavioural tasks called action steps that, if accomplished,
move veterans and caregivers toward solutions to concerns they identified as important. Action steps should be
easy to complete and include, for example, calling an organization to inquire about the availability of a service,
reading an educational resource on a topic of concern or contacting another family member to ask whether he or
she is willing to help with a caregiving task. With coaching and guidance from care coordinators, veterans and
caregivers determine the content of action steps, who will complete the action steps and the projected dates of
completion. New action steps are continuously added and build upon prior action steps. Multiple action steps,
spread over a period of weeks or months, often are needed to find solutions to specific problems. As action steps
are completed, veterans and caregivers move toward solutions and gain confidence in their self-management
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abilities. Copies of action plans are mailed to veterans and caregivers and summarized in the larger medical record.
On average, each veteran and his or her caregiver had more than seven action steps. The most common pertained
to accessing and coordinating services and benefits available from the VA, Alzheimer’s Association or other
community agencies. Specifically, 78% of veterans and caregivers had action steps related to accessing VA
services or benefits, 59% to accessing Alzheimer’s Association services and 76% to accessing other community
organizations. Other common action steps focused on improving care from the informal network (57%), managing
symptoms (40%), improving communication with healthcare providers (33%) and home safety (29%).

Ongoing monitoring and reassessment

The hallmark of PDC is a long-term relationship to provide continuous support to veterans and caregivers. Ideally,
care coordinators become knowledgeable and familiar experts who are trusted by families. On average, families had
over 14 contacts with coordinators during the twelve-month study period, which focused on completing the required
initial assessment and reassessments, adding new action steps and checking the disposition of pending action
steps, and completing required routine checking.

Reassessments involved re-administering trigger questions used in the initial assessment. They were required at
least every six months. More frequent reassessments for selected domains are recommended for persistent or
ongoing problems. Reassessment helps care coordinators and consumers gauge progress in finding solutions to
problems.

Consistent with the design of PDC, the most contacts between care coordinators and veterans or caregivers were
by telephone (80%) and regular mail and e-mail (16%), with a small number in person (4%). The number of contacts
was evenly split between care coordinators from the VA and the Alzheimer’s Association, which reflected PDC'’s
team-based delivery model. Care coordinators initiated approximately 90% of contacts; veterans or caregivers
initiated 10%. (For a more detailed description of PDC, see Judge et al).

Usual care

Outcomes were measured at 12 months via a telephone interview.
Unmet needs

Developed for this study, this outcome was based on 24 dichotomous questions that were summed to measure
veterans’ perceptions of unmet need across eight domains: 1) understanding dementia, 2) daily living tasks, 3)
accessing VA and other services, 4) legal and financial issues, 5) organizing family care, 6) alternative living
arrangements, 7) emotional support and 8) medications.

Embarrassment about memory problems
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This was the sum of three dichotomous items that asked whether veterans felt embarrassed about memory
problems, uncomfortable telling others about memory problems and uncomfortable accepting help for memory
problems.

Isolation

This included four dichotomous items and asked veterans whether their health problems and need for assistance
made them feel isolated from other people, less able to participate in group activities, less able to participate in
church or religious activities, and less able to visit with family and friends.

Relationship strain

This was the sum of four dichotomous items focused on veterans’ perceptions of the quality of the relationship with
their caregivers. Questions asked whether, because of their health problems and need for assistance, veterans felt
that their caregiver tried to manipulate them, felt that the relationship with the caregiver was strained, felt resentful
toward the caregiver or felt angry toward the caregiver.

Depression

Veteran depression was measured by the 11-item Center for Epidemiologic Studies Depression Scale.

2007 to 2009

USA

¢ Did the trial address a clearly focused issue? Yes

¢ Was the assignment of patients to treatment randomised? Unclear. The method of site randomisation is not given.
¢ Were clinicians and investigators blinded? Unclear. Blinding was not mentioned.

o Were the groups similar at the start of the trial? Yes

o Aside from the experimental intervention, were the groups treated equally? Yes

¢ At the end of the trial, were all patients accounted for? Yes

e Can the results be applied to the local population? Unclear. Difficult to compare US and UK systems.

o Were all clinically relevant outcomes reported? No. Some twelve month outcome results were reported as “not
significant” but the data was not published. In addition, the ‘embarrassment’ outcome was reported as two
subgroups. One of these subgroups had ‘significant’ results and the other’s result was ‘no change’. This
introduces the risk of data mining and finding ‘significant’ results that may not be in reality significant.

Overall risk of bias: High
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RCT

Inclusion criteria: Veterans aged 50 and older who had at least one dementia diagnosis recorded in the VA medical
record during the past 14 years (International Classification of Diseases, Ninth Revision), received primary care
from the VA, and resided in the service areas of partner Alzheimer’s Association chapters were eligible.

Exclusion criteria: None

N= 486 people living with dementia and their carers.

n= 299 experimental intervention: Partners in Dementia Care

Caregiver mean age (SD)= 68 years (12.6); Veterans’ mean cognitive impairment (SD)= 7/14 (3.7)
n= 187 comparator: usual care

Caregiver mean age (SD)= 70.8 years (11.4); Veterans’ mean cognitive impairment (SD)= 7/14 (3.7)

Two half-time care coordinators and two part-time care coordinator assistants delivered the Partners in Dementia
Care (PDC) at each intervention site. One care coordinator and an assistant worked in the local VAMC (healthcare
organization), and the other worked in the partnering Alzheimer’s Association chapter (community service
organization). Although from different organizations, the two care coordinators and assistants worked as a team,
with one shared electronic Care Coordination

Information System and regularly scheduled planning and case-conference meetings.

The two coordinators often worked with veterans, caregivers, or both in tandem on the same issues, although the
care coordinator from the VAMC had primary responsibility for assisting veterans with medical-related concerns
(e.g., medications, accessing medical services, disease management), whereas the care coordinator from the
Alzheimer’s Association chapter had primary responsibility for assisting caregivers with nonmedical concerns (e.g.,
care-related strain, accessing family support and information services). The VA care coordinator also focused on
helping families use VA services and benefits effectively, whereas the Alzheimer’s Association care coordinator
focused on helping families use community services effectively, including those that the Alzheimer’'s Association
offered. This general division of labour capitalized on the complementary strengths of each partner organization and
reinforced the collaboration of the two coordinators, who represented a bridge between healthcare and community
services.

Partners in Dementia Care is a coaching model driven by consumer choice, with care coordinators helping find
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solutions to concerns that are the priorities of veterans and caregivers. PDC followed a set, standardized protocol
that required a minimum of one contact between care coordinators and consumers per month; more-frequent
contacts occurred as needed. The protocol also required care coordinators to discuss with veterans or caregivers a
broad range of medical and nonmedical concerns, although the specific content of assistance was customized for
consumers’ preferences and needs.

Partners in Dementia Care is a low-cost service delivered by telephone, mail, and e-mail, with two half-time care
coordinators and two part-time assistants maintaining caseloads of between 100 and 125 families at any one time.
All expenses to deliver PDC (e.g., salaries, benefits, equipment, supplies, training, software, licensing, supervision,
administrative overhead) can be recovered by charging a fee of $60 to $80 per month per family.

Partners in Dementia Care gives equal attention to preferences and needs of veterans and caregivers, rather than
focusing on one or the other member of the caregiving dyad, including engaging veterans with dementia in the
program whenever possible, despite their impairments.

When veterans were too impaired, caregivers were the main target of the intervention, but PDC also served a
number of veterans who did not have informal caregivers. Partners in Dementia Care has three main components:
initial assessment, action plan, and ongoing monitoring and reassessment.

Initial Assessment

The initial assessment is completed gradually during the first 4 weeks of enrolment. It is designed to be brief, with
an action plan to address assessed concerns implemented simultaneously with the assessment process. The initial
assessment covers a broad range of potential problem areas or domains; 23 for veterans (e.g., coordinating and
accessing VA services, medication management, getting and understanding the diagnosis) and 16 for caregivers
(e.g., finding and accessing community services, care-related strains and depression). The required initial
assessment consists of a single-item trigger question for each domain. Care coordinators can formally ask trigger
questions, or they can be covered informally during naturally occurring discussions. The brevity of using simple
trigger questions allows the initial assessment to be quick, which facilitates formation of the action plan, within which
solutions to problems begin. The PDC protocol provides more-extensive detailed assessment questions as optional
tools if more-structured probing is needed to clarify a problem.

Action Plan

The action plan is the core of PDC. It comprises simple behavioural tasks called action steps that move veterans
and caregivers toward solutions to concerns identified in the initial assessment and reassessments. Veterans and
caregivers determine the content of action steps with coaching and guidance from care coordinators. New action
steps are continuously added and build upon prior action steps. Multiple action steps, spread over a period of weeks
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or months, are often needed to find solutions. As action steps are completed, veterans and caregivers build
confidence in their self-management abilities. Updated copies of action plans are continuously mailed to veterans
and caregivers and are incorporated into the larger medical record.

On average, each veteran and his or her caregiver had more than seven action steps. The most common pertained
to accessing and coordinating services and benefits available from the VA, partner agencies, and other community
agencies. Specifically, 78% of veterans and caregivers had action steps related to coordination of VA services or
benefits, 59% related to coordination of Alzheimer’s Association services, and 76% related to coordination of
services from other community organizations. Other common action steps focused on improving care from the
informal network (57%), managing symptoms (40%), improving communication with healthcare providers (33%),
and home safety (29%).

Ongoing Monitoring and Reassessment

The hallmark of PDC is establishing a long-term relationship that provides continuous support to veterans and
caregivers. Care coordinators are knowledgeable experts who become familiar with and trusted by families. They
are an easily accessible resource to help with changes in the dynamic caregiving situation.

The critical facilitator of ongoing monitoring is frequent contact with the veterans and their caregivers. The average
number of contacts is more than 20 during a 12-month period. Follow-up contacts are used to determine the
disposition of pending action steps, add new action steps, complete the required reassessment, and conduct routine
check-ins, even when the situation is stable.

Reassessment of all domains included in the initial assessment by re-administering trigger questions is required at
least every 6 months. More-frequent reassessments for selected domains are recommended for persistent or
ongoing problems. Reassessment helps care coordinators and consumers gauge progress in finding solutions to
problems.

Throughout the study period, the vast majority of contacts between care coordinators and veterans or caregivers
were by telephone (80%), followed by mail (11%) and e-mail (9%). The number of contacts was evenly split
between care coordinators from the VA and the Alzheimer’s Association, which reflected PDC’s team-based
delivery model. Care coordinators initiated approximately 90% of contacts, and veterans or caregivers initiated 10%.

Usual care

Unmet Needs

Thirty-nine yes-or-no questions developed for this study measured caregiver perceptions of unmet needs in eight
domains: understanding dementia, care tasks, accessing VA and other services, legal and financial issues,
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organizing family care, alternative living arrangements, emotional support, and medications and medical follow-up.
Caregiver Strains

Three established measures represented strains or negative caregiving effects: role captivity, physical health strain,
and relationship strain. Individual items were scored from O (strongly disagree) to 3 (strongly agree).

Role captivity consisted of three items asking whether caregivers wished they could run away from the caregiving
situation, wished they were free to live their own life without caregiving, and felt trapped by caregiving. Physical
health strain consisted of three items asking whether, because of caregiving, their physical health was worse, they
got sick more often, and they were bothered more by aches and pains. Relationship strain focused on the quality of
caregivers’ relationships with veterans. It had six items that asked whether, because of caregiving, they felt closer to
the veteran, felt appreciated, got pleasure out of helping, felt the relationship was strained, felt angry, and felt the
veteran was manipulative.

Depression

Caregiver depression, the indicator of general well-being, was measured using the 11-item Center for Epidemiologic
Studies Depression Scale.

Support Resources

Two resources that help caregivers cope with caregiving were used as outcomes: number of informal helpers
(family members, friends, neighbours) who assisted veterans and caregivers, and use of caregiver support services
(respite and emotional support services).

Not provided. Study was published in 2013.
USA

¢ Did the trial address a clearly focused issue? Yes

e Was the assignment of patients to treatment randomised? Unclear. The method of centre randomisation is not
given.

o Were clinicians and investigators blinded? Yes. Data was collected by blinded interviewers.

o Were the groups similar at the start of the trial? Yes

o Aside from the experimental intervention, were the groups treated equally? Yes

o At the end of the trial, were all patients accounted for? Yes

e Can the results be applied to the local population? Unclear. Difficult to compare US and UK systems.
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o Were all clinically relevant outcomes reported? Yes
Overall risk of bias: Low

RCT

Inclusion criteria: The sample was drawn from those whose medical records indicated they had either a specific
diagnosis of dementia or a symptom code indicating memory loss. In addition, eligible participants had to be 55
years or older; reside outside of a nursing home at the start of the demonstration.

Exclusion criteria:

N= 157 people living with dementia and their carers

n= 927 (60% in intervention group) experimental intervention: managed care
Baseline characteristics are not provided

n= 657 (40% in control group) comparator: usual care

Baseline characteristics are not provided

Care consultation is a flexible, multicomponent intervention that builds on more than 10 years of research on
interventions for family caregivers (Biegel & Schulz, 1999; Bourgeois, Schulz, & Burgio, 1996; Kennet, Burgio, &
Schulz, 2000). It is a telephone intervention based on an empowerment conceptual framework (Guttierrez,
GlenMaye, & Delois, 1995). This framework assumes that patients and families have the capacity to make their
own decisions if given sufficient information and coaching. Care consultants work with families in a collegial fashion
to help identify personal strengths, as well as resources within the family system, health plan, and community. The
goal is to provide tools to enhance patients’ and caregivers’ competence and self-efficacy. Care consultants also
provide information about available community services, facilitate decisions about how to best utilize and apply for
these services, and may contact service agencies on behalf of patients and caregivers.

Care consultants initiate the first contacts with patients and family caregivers. This strategy is intended to overcome
delays in support and information service use or the use of these services only in times of crisis (Bass, McCarthy,
Eckert, & Bichler, 1994; Costa et al., 1996). Care consultation is delivered by one of three Association staff
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members, two of whom are master’s prepared licensed social workers.

Care consultants follow a standardized protocol for service delivery that includes conducting a structured initial
assessment, identifying problems or challenges, and developing strategies for using personal, family, and
community resources. Care consultants collaborate with patients and family caregivers to create an individualized
plan of care. The care plan outlines specific tasks to be completed; assigns patients, family members, or
Association staff/volunteers to work on these tasks; and gives a time frame for task completion and reassessment.
Tasks often include using other Association services, such as education and training programs, support groups, a
respite reimbursement program, and a nationwide program to return wanderers safely home. Regularly scheduled
follow-ups monitor progress and add new tasks to the care plan as needed. Follow-ups are initially done biweekly,
decreasing to 1-month and 3-month intervals unless needs dictate more frequent contacts. In difficult periods, daily
contact with care consultants may be necessary. Alternatively, if care consultants, patients, and caregivers agree
and there are no problems that have not been addressed or discussed, trained volunteers make follow-up contacts,
with care consultants on call.

Although all persons in the intervention group are offered care consultation, there is variation in the extent to which
patients and families accept services. On average, care consultants have 12 direct communication contacts with
patients and caregivers per year. Control group patients and caregivers are able to contact the Association
independently and use any of its services other than care consultation. Use of Association services other than care
consultation by both the intervention and control groups is incorporated into the analysis. All Association services
are free-of-charge.

Usual care

Utilization outcomes, including patients’ use of hospital, emergency department, and physicians; patients’ use of
community services; and patients’ and caregivers’ use of non-Association information and support services.

Caregiver satisfaction with managed care services, including satisfaction with types and quality of services
provided; and information about memory problems.

Caregiver depression and care-related strain, including perceived health deterioration, role captivity, and
relationship strain.

Not provided. This study was published in 2003.

USA

¢ Did the trial address a clearly focused issue? Yes

o Was the assignment of patients to treatment randomised? Unclear. The method of randomisation is not given.
e Were clinicians and investigators blinded? Unclear. Blinding is not mentioned.
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o Were the groups similar at the start of the trial? Unclear. Baseline data is not provided.

¢ Aside from the experimental intervention, were the groups treated equally? Yes

o At the end of the trial, were all patients accounted for? Yes

¢ Can the results be applied to the local population? Unclear. Difficult to compare US and UK systems.
o Were all clinically relevant outcomes reported? Yes

Overall risk of bias: Very high

RCT

Inclusion criteria: A diagnosis of dementia.
Exclusion criteria: Residence in a nursing home, unable to understand English, no access to a telephone, or no
caregiver willing to consent to participate in the study.

N= 114 people living with dementia and their carers

n= 65 experimental intervention: care management

95.7%=female; 4.3%=male; mean age (SD)= 77.7 years (5.7); mean MMSE (SD)= 17.5 (5.2)
n= 49 comparator: usual care

83.3%=female; 16.7%=male; mean age (SD)= 77.4 years (5.9); mean MMSE (SD)= 18.6 (5.9)

Primary care physicians of augmented usual care patients could pursue any evaluation or treatment they deemed
appropriate. Intervention patients and their caregivers received collaborative care management for a maximum of 12
months by a team led by their primary care physician and a geriatric nurse practitioner who served as the care
manager. All intervention patients were recommended for treatment with cholinesterase inhibitors (or memantine)
unless contraindicated. The minimum intervention that all treatment group caregivers and patients received included
education on communication skills; caregiver coping skills; legal and financial advice; patient exercise guidelines
with a guidebook and videotape; and a caregiver guide provided by the local chapter of the Alzheimer’s Association.
All of the components of this minimum intervention as well as the behavioural interventions described below were
provided by a geriatric nurse practitioner, who served as the care manager.
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There were 2 care managers, each of whom was an advanced practice nurse, with 1 based at each of the 2 large
primary care practices. Caregivers and patients were seen by the care manager in the primary care clinic bimonthly
initially and then contacts were lengthened to monthly for a period of 1 year.

At each contact with the care manager, caregivers completed the Memory and Behaviour Problems Checklist to
assess current symptoms and stressors. Based on the caregiver’s responses, individualized recommendations were
made regarding how to manage a patient’s behavioural symptoms.

Items checked on a subscale of the Memory and Behaviour Problems Checklist activated a specific behavioural
intervention protocol that had been developed for this study. These 8 protocols included personal care, repetitive
behaviour, mobility, sleep disturbances, depression, agitation or aggression, delusions or hallucinations, and the
caregiver’s physical health. Each of these protocols focused first on nonpharmacological interventions. A description
of these nonpharmacological interventions has been previously published and the protocols are available at
http://iucar.iu.edu/research/behavioralprotocols.html.

If the nonpharmacological approach failed, the care manager then collaborated with the primary care physician to
institute drug therapy for depression, agitation, sleep disturbance, or delusions. The primary care physician and the
care manager were supported through 2 additional mechanisms. First, the care manager had weekly meetings with
a support team comprised of a geriatrician, geriatric psychiatrist, and a psychologist who reviewed the care of new
and active patients and monitored adherence to the standard protocols. Second, the care manager was supported
by a Web-based longitudinal tracking system that managed the schedule for patient contacts, tracked the patient’s
progress and current treatments, and provided an instrument for communicating the patient’s and caregiver’s
current clinical status to the entire care team. All intervention patients and their caregivers also were invited to
participate in voluntary group sessions. During these sessions, caregivers were taken to a support session led by a
social psychologist that focused on caregiver stress. Patients were taken to a nearby room for a group chair-based
exercise class led by a health psychologist and the care manager. The study protocol did not mandate additional
visits to the primary care physician.

Usual care

The caregivers of patients in both treatment groups completed a baseline assessment by telephone with
interviewers who were blinded to the patient’s randomisation status. This telephone interview was repeated at 18
months. The interview included 3 standardized instruments developed by the Alzheimer’s Disease Cooperative
Study investigators: the Neuropsychiatric Inventory (NPI), activities of daily living, and health care resource use.
Caregivers also provided the data to complete the Cornell Scale for Depression in Dementia for the patient.
Caregivers completed the caregiver portion of the NPI and the Patient Health Questionnaire to assess the
caregiver's mood. Caregiver’s satisfaction with the patient’'s care was assessed with the question: “Over the last 3

© NICE 2018. All rights reserved. See Notice of rights.

124


https://www.nice.org.uk/terms-and-conditions

Dementia
Appendix E: Evidence tables

months, how would you rate the quality of care [the patient] has received overall from the primary care clinic?”. At
each follow-up interview, caregivers completed the Alzheimer’s Disease Cooperative Study health resource use
questionnaire. Specific questions included “In the last 6 months, how many times was [the patient] examined by a
doctor or nurse? In the last 6 months, how many times was she [or he] admitted to the hospital and how many
nights for each hospital stay?” The caregiver also provided information on whether the patient had been placed in a
nursing home for long-term care.

2002 to 2004
USA

¢ Did the trial address a clearly focused issue? Yes

o Was the assignment of patients to treatment randomised? Yes

¢ Were clinicians and investigators blinded? Yes. Interviewers were blinded.

o Were the groups similar at the start of the trial? Yes

¢ Aside from the experimental intervention, were the groups treated equally? Yes

¢ At the end of the trial, were all patients accounted for? Yes

¢ Can the results be applied to the local population? Unclear. Difficult to compare US and UK systems.
¢ Were all clinically relevant outcomes reported? Yes

Overall risk of bias: Low

RCT

Inclusion criteria: The inclusion criteria for family caregivers included being 18 years or older and living with and
caring for a relative who was diagnosed as having a type of dementia caused by Alzheimer’s disease, according to
DSM-IV criteria.

Exclusion criteria: Caregivers who had mental illness themselves or who had cared for their family member for less
than three months were excluded.

N= 85 people living with dementia and their carers
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n= 42 experimental intervention: dementia care management
n= 43 comparator: usual care

Baseline characteristics were not provided. However, the researchers wrote that they could not detect any
significant difference between groups at a 5% significance level.

The dementia care management program is an education and support group for family members that lasted for six
months. A multidisciplinary committee—including a psychiatrist, a social worker, a case manager (nurse) from each
centre, and the researchers selected 25 intervention objectives from the recommended dementia guidelines
established in the United States and designed an information and psychological support system linking case
managers and dementia care services, health professionals, and referrals.

One key component was the case managers who received 32 hours of formal training by the researchers and
coordinated all levels of family care according to the results of a structured needs assessment. Each family was
assigned one case manager who together with another nurse in the centre, summarised the assessment data and,
in collaboration with the caregivers, prioritized problem areas and formulated a multidisciplinary education program
for each family on effective dementia care— for example, cognitive stimulation.

The program consisted of 12 sessions that were held every other week and lasted two hours each. It consisted of
five phases—orientation to dementia care (one session), educational workshop about dementia care (three
sessions), family role and strength rebuilding (six sessions), community support resources (one session), and
review of program and evaluation (one session)—that were based on the family programs by Belle and colleagues
and Fung and Chien. The program content was selected on the basis of the results of the family needs
assessments. For example, two families who found dementia caregiving very difficult were helped in multiple ways:
they were provided information, problem solving skills training, and stress management techniques. The program
also used a culturally sensitive family intervention model, and many of the Chinese cultural tenets (for example,
valuing collectivism over individualism and emphasizing filial obligation and family and kinship ties) were considered
in respect to family relationships and value orientation during the program. The case managers also conducted
home visits and brief education about dementia care every other week and family health assessment once per
month.

Both centres provided both groups with routine dementia care, such as pharmacotherapy and social and
recreational activities for the patients and written educational materials about dementia care for the caregivers.

Usual care. In order to conceal the intervention of interest for family caregivers, six monthly education sessions on
dementia care were provided to the usual care group.

The following were recorded by a blinded researcher at baseline and at 12 months:
e The Family Caregiving Burden Inventory (FCBI) is a 24-item scale developed by Novak and Guest (1989), which
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measures the impact of the burden on caregivers of elderly clients with dementia. Iltems are rated on a 5-point
Likert scale from O (totally disagree) to 4 (totally agree). A respondent’s total burden score ranges from 0 to 96, a
higher score indicating a higher burden.

e The World Health Organisation Quality of Life Measure-Brief Version (WHOQoL-BREF) was modified from the
WHOQOoL-100 by the World Health Organisation (1995). Items are structured in four domains: physical health,
psychological, social relationship, and environment (i.e. seven items for each subscale). They are rated on a 5-
point Likert scale with a high score indicating a better quality of life (total score range 28—144).

¢ A Six-item Social Support Questionnaire (SSQ6) developed by Sarason et al. (1987) measures satisfaction with
social support available in their immediate social environment. Higher total scores (0—30) indicating more
satisfaction with the available social support.

¢ Mini-Mental State Examination.
o 12-item Neuro-psychiatric Inventory.
o Institutionalization over the past 6 months (number of times and duration).

e The Family Support Services Index (FSSI) (Heller & Factor 1991) is a checklist to measure formal support
services needed and their usage by psychiatric clients and their families. The revised index contained 16 items
related to family support services, and each item was rated for whether the family was in need of it (Yes/No) and
whether they were receiving it (Yes/No). The responses to this scale indicate the number and types of services
that families were in need of and receiving.

2005 to 2006
Hong Kong

¢ Did the trial address a clearly focused issue? Yes

o Was the assignment of patients to treatment randomised? Unclear. The method of randomisation is not given.
e Were clinicians and investigators blinded? Yes

o Were the groups similar at the start of the trial? Yes

o Aside from the experimental intervention, were the groups treated equally? Yes

o At the end of the trial, were all patients accounted for? Yes

e Can the results be applied to the local population? Unclear. Difficult to compare Hong Kong and UK systems and
cultures.

o Were all clinically relevant outcomes reported? Yes
Overall risk of bias: Moderate
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RCT

Inclusion criteria: The participants in this study were family members caring for a relative with dementia at home,
and they were recruited from the two largest dementia resources centres, which had about 1500 clients primarily
diagnosed with dementia, representing 8% of this client population in Hong Kong. Participants were eligible for
inclusion if:

» They were aged at least 18 years and could speak and read Chinese;

* They lived with a relative who was diagnosed as having the Alzheimer’s type of dementia (mild or moderate illness
stage) according to the criteria of the Diagnostic and Statistical Manual of Mental Disorders, 4th edition (American
Psychiatric Association 1994), and they provided care for at least 4 hours per day.

Exclusion criteria: If the person living with dementia had a co-morbidity of another mental iliness. If the carer had a
mental illness or cognitive impairment. If the carer had been the primary carer for <3 months.

N= 90 people living with dementia and their carers

n= 45 experimental intervention: Dementia Family Care Programme (DFCP)

41.3%=female; 58.7%=male; mean age (SD)= 68.1 years (7.1); mean MMSE (SD)= 17.5 (4.7)
n= 45 comparator: usual care

45.7%=female; 54.3%=male; mean age (SD)= 67.2 years (6.5); mean MMSE (SD)= 17.3 (3.9)

For the Dementia Family Care Programme (DFCP), a multi-disciplinary committee including a psychiatrist, a social
worker, a case nurse manager from each centre, and the researchers, selected 25 intervention goals and objectives
from the recommended dementia guidelines established in the United States. The committee designed an
information and psychological support system linking case managers and dementia care services, health
professionals and referrals. One of the main components of the DFCP was the case managers, who received formal
training by the research team and coordinated all levels of family care of clients with dementia. Each of the family
participants (n = 46) was assigned one case manager, who conducted weekly home visits, family health and
educational needs assessment using the Educational Needs Questionnaire, and education about dementia care.
The case manager, together with another nurse in the centre, then summarized the needs assessment data to
generate important problem areas in dementia caregiving. In collaboration with the caregivers, the case managers
prioritized the problems and formulated an individualized education and support programme for effective dementia
care for each family. This preparatory phase lasted about 1 month.

After 1 month’s needs assessment and preparation, the DFCP was conducted for individual families, lasting about 5
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months. The family and the case manager met bi-weekly, for a total of 10 two-hour sessions. All family care
sessions consisted of education, sharing and discussion, psychological support and problem-solving, in accordance
with the common elements found effective in previous studies for caregivers.

A protocol was specifically designed for this study, based on evidence from other family intervention studies in
dementia. Seven major themes of family supportive care programmes identified from the literature were used in the
DFCP along with the results of a needs assessment, including (1) information about the client’s iliness condition,
prognosis, and current treatment and care; (2) the development of social relationships with close relatives and
friends, and thus a satisfactory extended social support network; (3) sharing and adaptation of the emotional impact
of caregiving; (4) learning about self-care and motivation; (5) improvement of interpersonal relationships between
family members and the client; (6) establishing support from community groups and healthcare resources; and (7)
improvement of home care and finance skills. To strengthen the problem solving skills within the families, one or two
experienced family caregivers were invited to share their personal caregiving problems with the families during the
third and fourth sessions. Under the guidance of the case manager, these problems were worked on by each family
using a six-step model suggested by Zarit et al. (1985). The six steps included defining the problem, generation of
alternatives, examining and evaluating each alternative, cognitive rehearsal of action plan, execution of the plan as
homework, and evaluation of outcomes.

The routine care group participants received the usual family services provided by the dementia resources centres.
These services included (1) medical consultation of client and advice to family on client’s illness condition, treatment
plan and effects of medications provided weekly by a visiting psychiatrist; (2) advice and referrals for financial aid
and social welfare services provided by a social worker in-charge of the centre; (3) education talks in dementia care
conducted monthly by a registered psychiatric nurse; and (4) social and recreational activities organized weekly by
staff at the centre.

The family caregivers were asked to complete the Chinese versions of five scales for pre- and post-testing to
assess the effects of the intervention. The questionnaires at below required about 40 minutes for completion.
Family Caregiving Burden Inventory

The Family Caregiving Burden Inventory (FCBI) is a 24-item scale developed by Novak and Guest (1989), which
measures the impact of the burden on caregivers of elderly clients with dementia. Items are rated on a 5-point Likert
scale from O (totally disagree) to 4 (totally agree). A respondent’s total burden score ranges from 0 to 96, a higher
score indicating a higher burden.

World Health Organisation Quality of Life Measure-Brief Version

The World Health Organisation Quality of Life Measure-Brief Version (WHOQoL-BREF) was modified from the
WHOQoL-100 by the World Health Organisation (1995). Items are structured in four domains: physical health,
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psychological, social relationship, and environment (i.e. seven items for each subscale). They are rated on a 5-point
Likert scale with a high score indicating a better quality of life (total score range 28—144).

Six-item Social Support Questionnaire

A Six-item Social Support Questionnaire (SSQ6) developed by Sarason et al. (1987) measures satisfaction with
social support available in their immediate social environment. The items are rated on a 6-point Likert scale, with
higher total scores (0—30) indicating more satisfaction with the available social support.

Family Support Services Index

The Family Support Services Index (FSSI) (Heller & Factor 1991) is a checklist to measure formal support services
needed and their usage by psychiatric clients and their families. The revised index contained 16 items related to
family support services, and each item was rated for whether the family was in need of it (Yes/No) and whether they
were receiving it (Yes/No). The responses to this scale indicate the number and types of services that families were
in need of and receiving.

Neuropsychiatric Inventory Questionnaire

The Neuropsychiatric Inventory Questionnaire (NPI) is a rapidly administered instrument that provides a reliable
assessment of behaviours commonly observed in clients with dementia (Cummings 1998, Kaufer et al. 2000). This
is a 12-item scale and each item (symptom) is rated for frequency, severity and degree of caregiver distress
produced. The total score for each domain is calculated by multiplying the frequency by the severity and a total
score (range 12—144) is calculated by adding all the item scores together, representing the overall level of caregiver
distress.

The rates of clients’ institutionalization (number and days/month of residential placement) in the previous 6 months
were also measured at pre- and post-tests.

Mini Mental State Examination test

The Mini Mental State Examination test (MMSE) developed by Folstein et al. (1975) is a brief test for cognitive
mental status, including an assessment in five domains: orientation to time and place, registration of three
words/objects, attention and calculation, recall of objects, and language. As there is a high level of illiteracy among
the Hong Kong elderly with cognitive impairment, a cut-off point of 18 is recommended for elderly people who are
illiterate, 20 for those with 1-2 years of schooling, and 22 for those with more than 2 years of education (Chiu et al.
1994).

2007 to 2009
Hong Kong
¢ Did the trial address a clearly focused issue? Yes
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o Was the assignment of patients to treatment randomised? Yes

o Were clinicians and investigators blinded? Yes

o Were the groups similar at the start of the trial? Yes

¢ Aside from the experimental intervention, were the groups treated equally? Yes
¢ At the end of the trial, were all patients accounted for? Yes

¢ Can the results be applied to the local population? Unclear. It is difficult to compare Hong Kong and UK systems
and cultures.

o Were all clinically relevant outcomes reported? Yes
Overall risk of bias: Low

RCT

Inclusion criteria: Caregivers had to be at least 21 years old and either live with the care recipient (person with
dementia) or be the identified primary support; the relationship must have been present for the prior 6 months. Care
recipients had to have a prior dementia diagnosis and had to live in the community other than in a nursing facility. All
caregivers were required to have telephone access, the ability to communicate in Spanish or English, and consent
capacity.

Exclusion criteria: No other exclusion criteria.

N= 43 people living with dementia and their carers

n= 23 experimental intervention 1: Telephone care management

64.79%=female; 35.21%=male; mean age (SD)= 75.32 years (11.23); mean dementia severity (SD)= 10.65/17
(1.98)

n= 20 experimental intervention 2: In-person care management

60.27%=female; 39.73%=male; mean age (SD)= 70.82 years (14.44); mean dementia severity (SD)= 10.82/17 (2.1)

For the purposes of this review, the ‘intervention’ is care coordination by telephone.
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All care managers were social workers with previous experience with either bachelor’s- or master’s-level degrees.
All care managers (both phone and in-person/community arms) attended community health fairs and visited local
community agencies including day centres and other support services.

Both care management strategies involved a common care management protocol, based on the ACCESS study,
conducted over a 12-month period. This protocol included a structured initial assessment to generate a problem list
and to guide care management activities tailored to the participant’s problems.

Care managers utilized pen-and-paper forms as well as an electronic database into which the structured initial
assessment was programmed.

Prevalent problems that could be identified included (a) unmet need for assistance; (b) lack of social support; (c)
educational needs; (d) difficulty with managing dementia-related behavioural issues and safety concerns; (e) need
for respite; (f) establishing advance care planning; (f) depression of the person with dementia as well as the
caregiver; (g) management of other chronic medical issues—most notably medication management; and (h) need
for diagnostic information and assistance with acute medical issues. Care managers worked collaboratively with
caregivers to achieve problem prioritization and subsequent counselling, education, referrals as needed, and follow-
up to achieve problem resolution. Protocols included counselling, education, self (caregiver)-management skills,
referrals for community services and medical care (when needed), and proactive, ongoing follow-up. Care
managers used a previously developed care manual (Vickrey et al., 2006) and added local, community-specific
resources for connecting caregivers and care recipients to dementia-related services, including resources provided
by the Alzheimer’s Association and other agencies.

Self-management of caregiver stress and problem solving are integral components of counselling and support that
are facilitated by a review of common strategies, role-playing and regularly scheduled follow-up.

Identification of certain issues including acute behaviour changes, untreated depression, or the need for clarification
and assistance with medication management required physician referral. Care managers coached caregivers on
how to have productive visits with physicians and provided them with assessment information to facilitate care.

A complete re-assessment was planned at 6-months to capture new problems that were likely to develop in the
dynamic process of caregiving for a condition that often fluctuates and progresses. Care managers were instructed
to send a summary of their initial assessment to the primary care provider of the person with dementia recognizing
that in this setting, a relationship with a primary care provider is often not established. Thus, the care managers
anticipated needing to help some patients establish care with a network primary care provider. The minimum
contact frequency was similar for the in person and telephone-only protocols, intended at every month for the first 3
months followed by at least quarterly contacts thereafter.
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We made some modifications to the intervention over time, to adapt to this setting. For example, although all
caregivers had to have telephone access to be enrolled, we discovered that some caregivers did not respond to
care managers because of limited minutes on their phone plan. We purchased cell phones and unlimited minutes
for eight caregivers in which this need was identified, so that paying for phone time was not a barrier to
communication with the care manager in either arm. The protocol was also modified to allow care managers to
begin care management activities even if the initial assessment had not been completed.

The two care management strategies differed in mode and intensity of care management delivery. The community-
centred care management strategy included a care manager from a health care organization and a care manager
from the local Alzheimer’s Association; these individuals collaborated in providing the care management protocol
through home visits and in-person interactions at local community facilities, in addition to telephone contacts but
only in so far as sharing resources and consultation. The community centred care management arm was structured
to provide the additional benefit of in-home visits supplemented by telephone whereas the telephone-only arm was
intended to be as described—care management only by telephone.

In-home visits were expected to provide unique assessment information (observation) that cannot be obtained by
telephone and may build stronger relationships and trust. In the comparison strategy, a single care manager at
OVMC delivered the care management protocol for the same number of study participants, but without face-to-face
interaction. The community centred intervention was structured to include a minimum of seven contacts, primarily in-
person but also by phone or mail, whereas the telephone-only approach included a minimum of this same number
of contacts but solely by telephone or mail. Because of the anticipated increased workload in the community centred
intervention due to time spent on travel for home visits, two care managers staffed this arm whereas the telephone-
only arm utilized just one care manager, with randomisation of caregivers into each arm in a 1:1 ratio. The in-person
(community-centred) care managers had greater opportunity to utilize the resources of the dementia- and caregiver-
advocacy pre-established partner groups through the Los Angeles chapters of the Alzheimer’s Association where
one of the two in-person care managers was located. Thus, because the Alzheimer’s Association local chapter used
one care manager from the community-based arm, that community organization had direct involvement in care
management. The in-person care managers also had the opportunity to work collaboratively, sharing information
when necessary, and delegating responsibilities to one another based on the needs of the dyad, but each dyad had
only one care manager. Although care management protocols did not differ from those of the telephone-only care
manager, the in-person care managers had additional opportunities to identify potential psychosocial supports
during home visits, as well as to visualize and assess clinically important issues and contexts such as medication
management and environmental impacts/precursors of problem behaviour crises (Vickrey et al., 2006). The in-
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person care managers were also able to directly supervise caregivers and educate them using modelling, repeat
demonstration, and direct observation, potentially having a greater impact on caregiver mastery in caring for
persons with dementia.

Study staff provided approximately 24 hours of in-person training to care managers supplemented with detailed
assessment protocols and intervention materials. Further training occurred during weekly 1-hr telephone meetings
attended by all care managers at which time they presented and discussed individual cases (“clinical huddles”).
Throughout the intervention period, during weekly meetings, care management procedures and individual cases
were reviewed and discussed in a case conference format. The study care management trainer, a nurse-scientist
with more than 15 years of dementia care experience, and a study geriatrician with dementia expertise and similar
care management experience, attended the majority of these phone meetings, which addressed difficult
management issues and ongoing education for care managers. At these weekly meetings, the study team
leadership also reviewed one-by-one with each care manager all contact procedures, numbers of complete and
incomplete contacts, efforts to achieve meetings with dyads, and strategies used to address identified dementia-
related problems as guided by established study protocols. We found that clinical huddles utilized in training were
useful, and we continued this weekly activity throughout the course of the intervention.

For the purposes of this review, the ‘comparison’ or ‘control’ is care coordination in-person.

The two primary outcome measures were caregiver burden measured by the Zarit Burden Interview (ZBl; Zarit,
Reever, & Bach-Peterson, 1980), and care-recipient memory and problem behaviours measured by the Revised
Memory and Behaviour Problem Checklist (RMBPC; Teri et al., 1992). These constructs have been identified as
important mediators of nursing home placement (Mittelman, Haley, Clay, & Roth, 2006) and key drivers of caregiver
and care-recipient quality of life. Declines in these outcome measures account for a substantial proportion of nursing
home placement rates (Yaffe et al., 2002).

Caregiver burden. The ZBl is a widely used, 22-item measure to assess stressors experienced by caregivers of
persons with dementia and can be administered by telephone (Zarit et al., 1980). ltems use a 5-point scale, ranging
from “0” (never) to “4” (nearly always). Example questions are, “Do you feel you do not have enough time for
yourself?” and “Do you feel your health has suffered because of your relative?” The ZBI taps health, psychological
well-being, finances, social life, and relationship with the impaired person, and yields an overall summary score.
Problem behaviours of care recipients. The RMBPC (Teri et al., 1992) includes three domains of care receiver
problems (behaviour, memory, and depression) and caregiver’s reaction to each of these problems. The three
domain subscales and the summary score each have a corresponding subscale for caregiver reaction. The RMBPC
also assesses whether the behaviour changed or is new in the last 4 weeks, and it accounts for different reactions
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to certain types of behaviour problems by eliciting how much the behaviour is bothersome to the caregiver.
Caregiver depression. The Patient Health Questionnaire-9 items (PHQ-9; Kroenke, Spitzer, & Williams, 2001) is a
9-item self-report measure of depressive symptoms over the previous 2 weeks and is the depression module of the
PRIME-MD diagnostic instrument for common mental disorders (Spitzer, Kroenke, & Williams, 1999). It covers each
of the nine Diagnostic and Statistical Manual of Mental Disorders (4th ed.; DSM-IV; American Psychiatric
Association, 1994) depression criteria scoring them as “0” (not at all) to “3” (nearly every day).

Caregiver quality of life. The Caregiver Quality of Life instrument (CGQOL; Vickrey et al., 2009) was developed
and tested for dementia caregivers and is applicable to caregivers of diverse ethnic backgrounds, with
demonstrated feasibility as a phone-based instrument in both English and Spanish (Vickrey et al., 2009). This 80-
item instrument covers 10 dimensions of quality of life and incorporates non-health-related issues as well as positive
aspects of caregiving. The researchers selected two CG-QOL scales (11 items total) for their study: “Spirituality and
faith,” and “Benefits of caregiving.” Care-recipient quality of life was assessed by proxy (caregiver) assessment
using the Health Utilities Index (HUI; Horsman, Furlong, Feeny, & Torrance, 2003; Torrance et al., 1996), a generic
health state classification system with preference-based utility weights derived from the general population
(Torrance et al., 1996; Vickrey et al., 2009). The HUI is widely used, including previous studies of elderly with
dementia and their family caregivers. Caregivers can provide proxy ratings for the individual with dementia.

Other measures. A range of process measures of dementia care quality were assessed by caregiver survey
(Vickrey et al., 2006). They also measured aspects of the care recipient’s health care utilization by caregiver survey,
including emergency room visits, hospital admissions, and nursing home placement (distinct from respite care use).

The survey included the Blessed Roth Dementia Scale to measure dementia severity (Blessed, Tomlinson, & Roth,
1988) and the Bi-Dimensional Acculturation Scale (BAS) for Hispanics (Marin & Gamba, 1996), which measures
years in United States, primary language, connection to Hispanic heritage, and family traditions.

Not provided. This study was published in 2015.

USA

¢ Did the trial address a clearly focused issue? Yes

o Was the assignment of patients to treatment randomised? Yes

e Were clinicians and investigators blinded? Yes. The people conducting the telephone surveys were blinded.

o Were the groups similar at the start of the trial? Unclear. The ages of participants in the telephone group were
approximately 5 years older. However, their mean dementia severities were similar.
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o Aside from the experimental intervention, were the groups treated equally? Yes

¢ At the end of the trial, were all patients accounted for? No: 28% of participants became “unreachable” as time
progressed.

o Can the results be applied to the local population? Unclear. It is difficult to compare US and UK systems.

¢ Were all clinically relevant outcomes reported? Yes

Overall risk of bias: High

RCT

Inclusion criteria: Eligibility criteria for the person with dementia were: 1) had a possible diagnosis of early stage AD;
2) did not have a serious concomitant iliness; 3) was not at imminent risk of placement to a long term facility; 4) lived
in the city; and 5) was not in the regular home care program and not eligible for the program. Criteria for caregivers
included: 1) identified himself or herself as the principle informal caregiver for the client; 2) did not have a serious
illness; and 3) lived with the client or in the city.

Exclusion criteria: No other exclusion criteria.

N= 69 people living with dementia and their carers

n= 33 experimental intervention: case management

Mean MMSE (SD)= 22.7 (3.8)

n= 36 comparator: usual care

Mean MMSE (SD)= 22.8 (4.2)

The researchers write that there were no significant demographic differences between the two groups.

The Early Home Care Program provided case management, occupational therapy, physical therapy, social work,
nursing, respiratory therapy, in home respite, and out-of-home respite, homemaking, personal care assistance,
volunteer service and psychiatric consultation. The objectives of the program were to assist the clients and family to:

1) initiate long term planning early related to issues such as housing, finance, legal matters and caregiving support;
2) increase the early use of home care and other community services; 3) improve the coping strategies related to
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psychosocial issues which often hinder long term planning and service utilization; and 4) improve caregiving
strategies related to functional and behavioural difficulties of the individuals with AD. The goal was to prepare clients
and families for the crises that occur along the course of the disease. When clients and families were admitted to
the Early Home Care Program, initial interventions consisted primarily of education, referrals to community
resources, ongoing monitoring, supportive counselling and caregiving skill training. The case manager made
monthly contact by phone or home visit. The frequency of contacts increased as needed and professionals such as
occupational therapist, nurse and social worker were involved as appropriate. As the client’s cognitive and functional
status declined, the case manager promoted and facilitated the use of homemaking, personal care assistance, and
in-home, as well as out-of-home, respite services.

The case manager provided most of the education regarding the disease process, community services, legal and
housing issues, and long term planning, as well as referrals. It was found that information often needed to be
repeated during several home visits before the client and family would, or could, internalize it. In those instances,
subjects seemed unprepared emotionally to accept information concerning the dementia progression, particularly
when the diagnosis had just been made. Also, referrals often required several home visits to complete because the
family needed emotional support, encouragement, and facilitation in order to follow through. The case manager
continuously monitored the progress of the education and referral as well as the psychosocial and functional status
of the client and family. As time progressed, the case manager encouraged the early use of homemaking service. It
seemed the client and caregiver perceived the homemaking service as less intrusive and were generally more
willing to try it. In this way, the clients and caregivers were familiarized with using in-home services and paid care
providers. Also, the case manager strongly promoted the use of the day program.

The case manager provided supportive counselling to the client and family regarding psychosocial issues such as
grief, guilt and family conflicts. These issues frequently hindered the family’s ability to make long term plans, to
attempt alternative caregiving strategies, or to use services. The case manager also provided skills training related
to strategies for compensating for functional and behavioural decline in the person with AD drawing on other
disciplines as required.

Usual care

Data was collected at baseline and at 18 months.

The Mini-Mental State Examination (MMSE) was used to measure the cognitive status of the person with AD.
The Geriatric Depression Scale-Short Form (GDS) was applied to measure the level of depressive symptoms.

Alberta Assessment and Placement Instrument (AAPI) was used to measure functional performance of the persons
with AD. The Burden Interview was applied to measure the burden experienced by caregivers.

Memory and Behaviour Checklist was used to measure the frequency of occurrence of the disturbing behaviours
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exhibited by the persons with AD and the caregivers’ reaction.

The Centre for Epidemiological Studies-Depression Scale (CES-D) was used to measure the level of depressive
symptoms of the caregivers.

Not provided. This study was published in 2000.

Canada

¢ Did the trial address a clearly focused issue? Yes

o Was the assignment of patients to treatment randomised? Unclear. The method of randomisation is not given.

¢ Were clinicians and investigators blinded? Unclear. Blinding is not mentioned.

o Were the groups similar at the start of the trial? Yes

o Aside from the experimental intervention, were the groups treated equally? Yes

o At the end of the trial, were all patients accounted for? Yes

e Can the results be applied to the local population? Unclear. It is difficult to compare the Canadian and UK
systems.

o Were all clinically relevant outcomes reported? Yes

Overall risk of bias: Moderate

RCT

Inclusion criteria: Mild and moderate dementia.
Exclusion criteria: Severe dementia or severe co-morbid physical health conditions.

N= 59 people living with dementia and their carers.

n= 33 experimental intervention: Home care intervention.
Mean age (SD) = 79.4 years (8)

n= 26 comparator: usual care
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Mean age (SD) = 77.3 years (8)

The principles of the intervention were that, first, it had to utilise locally available health and human resources so
that there was a good probability that it might be affordable for scaling up; and second, that it needed to be
community and homebased, since many people with dementia and their families had difficulties accessing public
health services. The intervention was a flexible, stepped-care model primarily aimed to improve the awareness and
knowledge of family caregivers regarding dementia, to provide emotional support to caregivers, to maximise their
caregiving resources and to improve their caregiving skills.

The intervention was delivered by a Community Team, one for each taluka. Each team comprised two full-time
Home Care Advisors (HCA), and a part-time local psychiatrist from the public health services, and a part-time lay
counsellor (who was shared by both teams). The minimum requirements for being a HCA were knowledge of the
local language, being literate, preferably passed higher secondary school, and motivated to be involved in the
community care of older people. They received intensive training for a week through role play and interactive
training methods. The HCA were trained in key skills including listening and counselling skills, bereavement
counselling, stress management and health advice for common health problems. The specific components of the
intervention carried out by the HCA were:

e Basic education about dementia (what is the disease, its course, its features etc).

¢ Education about common behaviour problems and how they can be managed.

o Support to the caregiver, for example for an elderly caregiver living alone with the patient, in activities of daily
living.

¢ Referral to psychiatrists or the family doctor when behaviour problems are severe and warrant medication
intervention.

o Networking of families to enable the formation of support groups.

o Advice regarding existing government schemes for elders.

The HCA applied a flexible home-care program tailored to the needs of the individual and the family. The baseline
information collected by the researchers was made available to the HCA before they initiated the intervention. The
minimum frequency of visits was at least once a fortnight for six months. The maximum was based on the needs as
assessed by the HCA. Thus, the visits could be more frequent depending on the need of that particular family.

The HCA were supported, and supervised, by the two part-time specialists: two psychiatrists (one supporting each
team) and one counsellor (supporting both teams). Each person with dementia was seen at least once by a local
psychiatrist who advised regarding use of medication for behaviour and other common medical problems based on
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an agreed protocol. The caregiver and the person with dementia were encouraged to visit the psychiatrist in the
clinic so that, if medication or clinical investigations were needed, these could be availed of at no cost from the
public health service, and because the time required for travel for the psychiatrist for home visits was considered to
be a precious resource. A home visit was arranged if a clinic visit was not possible. HCA would meet the psychiatrist
twice a month and update them on the progress of the person with dementia, particularly those who were receiving
medication. The other specialist was a lay counsellor who had herself been a caregiver for a parent with dementia.
The HCA from both talukas met with the counsellor once a fortnight to share experiences, support one another, and
problem solve difficult situations.

The control arm dyads received only education and information regarding dementia and were then placed in a
waiting list to receive the intervention after 6 months. They were free to utilize the existing health services during this
time.

Measurements were taken at baseline and at 6 months:

o Caregiver mental health (GHQ score).

e Caregiver burden (Zarit Burden score),

¢ Distress due to problem behaviours (NPI-D)

¢ Severity of the behavioural problems in the person with dementia (NPI-S)
¢ Functional ability of the subject (EASI).

Not provided. The study was submitted for publication in 2007.
Goa, India

¢ Did the trial address a clearly focused issue? Yes

o Was the assignment of patients to treatment randomised? Yes
e Were clinicians and investigators blinded? Yes

o Were the groups similar at the start of the trial? Unclear. The intervention group had less mean income per month:
1209 rupees (SD 100-5000) vs 1768 rupees (SD 200-13333).

¢ Aside from the experimental intervention, were the groups treated equally? Yes
o At the end of the trial, were all patients accounted for? Yes
e Can the results be applied to the local population? Unclear. Difficult to compare India to the UK.
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o Were all clinically relevant outcomes reported? Yes
Overall risk of bias: Moderate

RCT
Inclusion criteria: Age 65 and older and entitled to payments from the Social Insurance Institution for community
care because of a dementing disease.

Exclusion criteria: Other severe diseases (e.g., severe stroke, cancer) that might lead to institutionalisation in the
near future. They excluded people living with dementia if they and their caregivers were not able to participate in
annual training courses.

N= 100 people living with dementia and their carers

n= 53 experimental intervention: Care coordination

49%=female; 51%=male; mean age (range)= 78.8 years (65-97); mean MMSE (SD)= 14.4 (6.2)

n= 47 comparator: usual care

57%=female; 43%=male; mean age (range)= 80.1 years (67-91); mean MMSE (SD)= 15.3 (5.5)

Patients in the intervention group and their caregivers were enrolled in a 2-year support program. The program,
based on nurse case management, involved systematic and comprehensive support for the patients and their
caregivers by the dementia family care coordinator, who had access to the physician. The coordinator was a
registered nurse with a public health background. They worked at the Department of Public Health and General
Practice in the University of Kuopio. At the beginning and throughout the study, the coordinator received extensive
training, support, and advice in dementia care from dementia specialists. The coordinator, as a nurse case
manager, coordinated the care, services, and support of the families. The coordinator provided:

o Advocacy for patients and their caregivers.

o Comprehensive support for the patients and their caregivers.

e Continuous and systematic counselling.
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¢ Annual training courses for patients and their caregivers.

o Follow-up calls.

¢ In-home visits.

o Assistance with arrangements for social and healthcare services.

e 24-hour-per-day availability by mobile telephone.

During the study, the frequency of contacts varied from once a month to five times a day depending on the situation
of the patients and their caregivers. Problematic situations at home accounted for the great variability in the number
of contacts. In such problematic situations and crises, which threatened the continuity of community care, the
coordinator was persistent in trying to find solutions.

When needed, the coordinator contacted the physician in the study for consultation and medical care. The
caregivers contacted the coordinator only 10 times outside working hours in the 2 years. Because the coordinator
had no extra money to buy services for the patients, only those services within the financial means of the patients
were used.

The coordinator documented the services that were planned and arranged and her contacts with the patients, their
caregivers, and the social and healthcare system. The coordinator also documented the problematic situations and
the intervention measures delivered in solving the problems.

Annual training courses (eight to 10 patients with their caregivers in each course) provided the educational part of
the intervention program. The patients and their caregivers were admitted to the Brain Research and Rehabilitation
Center “Neuron” for the courses. The first course was conducted at the beginning of the study and lasted 10 days.
The following two courses were conducted 1 year and 2 years later and lasted 5 days. The purpose of the courses
was to support the functional abilities and adaptation of both the patients and their caregivers. They included a
medical check-up and psychological assessment of the patients and various kinds of physical, mental, and social
activities for both patients and caregivers. There were lectures on dementia, dementia care, and support systems
for the caregivers. Separate group meetings for patients and caregivers were provided, allowing participants to
share their feelings and experiences with others in similar situations. During each course, a service plan was made
for each family, and the dementia family care coordinator then arranged the planned services, with the caregiver’'s
permission and at the patient’s expense.

Based on the patients’ needs and wishes, the control group received the usual services provided for geriatric
patients in community care by the municipal social and healthcare system or the private sector.

Measurements were taken at baseline and at two years.
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1993 to 1995
Finland

¢ Did the trial address a clearly focused issue? Yes

¢ Was the assignment of patients to treatment randomised? Yes

¢ Were clinicians and investigators blinded? Yes. Clinicians who advised on institutionalisation were blinded to the
study.

o Were the groups similar at the start of the trial? Yes

¢ Aside from the experimental intervention, were the groups treated equally? Yes

¢ At the end of the trial, were all patients accounted for? Yes

o Can the results be applied to the local population? Unclear. Difficult to compare systems in Finland to those in the
UK.

o Were all clinically relevant outcomes reported? Yes

Overall risk of bias: Low

RCT

Inclusion criteria: Couples were eligible for the study if one spouse was caring for a partner with dementia at home
and they were living in Helsinki. All participants with dementia had to have an etiological diagnosis of dementia
based on a specialist’'s examinations, including brain computed tomography or magnetic resonance scans. Other
inclusion criteria for participants with dementia were a minimum score of 1.0 on the Clinical Dementia Rating Scale
(CDR) and a maximum score of 23 on the Mini-Mental State Examination (MMSE).

Exclusion criteria: Couples in which one spouse had another severe disease (e.g., cancer) with a prognosis of an
estimated life span of less than 6 months were excluded.

N= 125 people living with dementia and their carers
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n= 63 experimental intervention: multicomponent support programme

42 .9%=female; 57.1%=male; mean age (SD)= 78 years (7.2); mean MMSE (SD)= 13.4 (6.2)
n= 62 comparator: usual care

32.3%=female; 67.7%=male; mean age (SD)= 77 years (6.4); mean MMSE (SD)= 14.2 (6.6)

The intervention couples were enrolled in a support program for the maximum of 24 months, but the length of time
varied because of the phased recruitment and the attrition of the participants. The end of the intervention was the
end of the follow-up period or the long-term institutionalisation or death of the spouse with dementia.

Several elements of the intervention were based on a previous intervention. The core elements of the intervention
consisted of a family care coordinator’s (FCC’s) actions, a geriatrician’s medical investigations and treatments, goal-
oriented support group meetings for spouse caregivers, and individualized services.

Well-established working principles influenced by awareness of problems in current service systems that have been
identified in many previous studies guided the intervention. Client-centeredness was emphasised. All of the
coordinated services were planned in collaboration with the families, respecting the autonomy and enhancing
empowerment of the couples. The couples’ needs to maintain their customary way of life was appreciated. In
addition, the flexibility and immediacy of support actions were emphasised.

A home visit from the FCC initiated the intervention. During the visit, the initial support plan was created in
cooperation with the couples. The geriatrician’s appointments and comprehensive geriatric assessments and
treatment for the patients with dementia and, by request, also for the caregivers followed the visit. The intervention
couples continued their own physician’s visits in the primary care system or the private sector, although the FCC
and the geriatrician cooperated closely with them and also made sure that the intervention was properly
implemented using municipal services or purchased from the intervention budget (as described below). The FCC
was a trained public health registered nurse with advanced practice education (3.5 years) and special education in
dementia care (1 year).

The FCC was responsible for providing the versatile, individually tailored, need-based support activities. The
services were primarily arranged through the municipal social and healthcare system, although if required services
were not available in the municipal service system, the FCC was able, through an intervention budget, to tailor
services for the couples using private sector or non-profit organizations.

The FCC operated in partnership with the geriatrician, whose medical expertise the intervention couples had at their
disposal. The FCC and the geriatrician had broad expertise in dementia care and good knowledge of the public
service system. The FCC and the geriatrician worked in the Central Union for the Welfare of the Aged in Helsinki. A
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dementia expert trained them for their work and tutored them throughout the intervention.

The caregivers participated in five goal-oriented peer support group meetings during the first follow-up year (7—10
participants in 7 groups). Each group meeting had a different theme relevant to family caregiving. Together, the
participants were able to share and compare their experiences.

The group leaders were specially trained to lead the groups. In addition, the group meetings were tape recorded
and the group leaders tutored to ensure the fidelity of this element of intervention. Rehabilitation groups were
arranged simultaneously for the spouses with dementia in the same setting to enable the spousal caregiver to
attend the meetings.

Some elements of the intervention were initiated by and developed in cooperation with the caregiving couples.
Three 2-hour dementia information sessions were arranged for the caregivers and their interested family members.
A large proportion of patients with dementia received home-based exercise training according to individual
assessment.

During the first year of the intervention, five group meetings were arranged to support addressing challenging
caregiving situations (e.g., BPSDs) at home.

Couples in the control group continued in usual community care and received care and services from the municipal
social and healthcare system, the private sector, or both, depending on their own initiative. The Finnish municipal
service system includes a large variety of services, and families with members with dementia have the right to
access these services. Furthermore, the control families were provided with information and referrals to community
resources, written educational materials, and opportunities to share experiences and feelings with the study nurse in
baseline assessments and 6- and 12-month study follow-up visits.

Percentage of people living with dementia who had been admitted to long-term institutional care by the end of the
study (2 years).

2004 to 2006

Finland

¢ Did the trial address a clearly focused issue? Yes

o Was the assignment of patients to treatment randomised? Yes
o Were clinicians and investigators blinded? No

o Were the groups similar at the start of the trial? Yes
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o Aside from the experimental intervention, were the groups treated equally? Yes

o At the end of the trial, were all patients accounted for? Unclear. Drop-out rates are not mentioned.

e Can the results be applied to the local population? Unclear. It is difficult to compare Finland to the UK.
¢ Were all clinically relevant outcomes reported? Yes

Overall risk of bias: High

RCT

Inclusion criteria: Patients were eligible for this study if they had a physician’s diagnosis of any type of irreversible
dementia; resided in a home setting outside of a nursing home or assisted living facility; ambulated without constant
human assistance; used the referring physician as their regular source of medical care; and had at least one
identifiable family caregiver. Caregivers were eligible if they were related to eligible patients; had primary or shared
responsibility for patients’ health-related needs, and were known by the referring physician’s office staff. These
criteria were intended to include community-dwelling, ambulatory dementia patients seen by a primary care
physician, and cared for by a family member who is familiar to the physician.

Exclusion criteria: none other

N= 84 people living with dementia and their carers. However, 11% dropped out and the numbers who dropped out
for each group is not given.

n= 54 experimental intervention: care management program that involves monthly meetings

61%=female; 39%=male; mean age (SD)= 81.8 years (8.8); mean cognitive status score (SD)= 11.0 (7.2)

n= 30 comparator: usual care

70%=female; 30%=male; mean age (SD)= 81.7 years (7.6); mean cognitive status score (SD)= 11.7 (5.7)

The over-riding principle of the dementia care consultation intervention was that family caregivers, with proper

guidance and reinforcement, would learn about dementia symptom management and available services to help
them care for their relatives in a home setting. A successful intervention would increase family caregivers’ self-
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efficacy in the behavioural domains of symptom management and service access, leading to a lower rate of nursing
home admission among patients related to intervention group family caregivers.

Self-efficacy refers to the amount of confidence individuals have that they can achieve specific behaviours or
actions. Maximizing family caregivers’ self-efficacy is especially important when their relatives have dementia,
because as the disease progresses, caregivers are increasingly responsible for specific care decisions and
behaviours. Self-efficacy among family caregivers of people with dementia also has an influence on psychological
health, as low levels of self-efficacy and confidence have been associated with higher levels of depression and
burden among family caregivers of persons with dementia.

The dementia care consultant training protocol mandated the use of a standardized assessment tool and process.
The intervention protocol called for the care consultant to have monthly contact for 12 months with each family
caregiver. Responsibilities at each contact were to determine which aspects of dementia symptoms and care
responsibilities caused caregiver concerns, discuss action steps to address caregiver concerns, and compose a
written care plan. Each monthly care plan was organized according to problems or concerns expressed by the
family caregiver, whether related directly to their relative (e.g., agitation, wandering), or to the caregiver (e.g.,
emotional distress), along with action steps that caregivers should take to address each concern. The minimum care
plan for all family caregivers included the action steps that family caregivers should take to learn more about or use;
key information about the clinical course of the disease process; legal and financial planning issues; family support
groups; dementia educational programs offered by the chapter and other organisations; adult day care services; and
respite care services. The care consultant’s initial and final meetings with family caregivers occurred in the home of
the family caregiver and/or patient.

The care consultant also was trained to fax each written care plan to the patient’s physician, with the expectation
that the physician would review the care plan(s) with the family caregiver and patient during subsequent office visits,
inquire if action steps had been taken, and reinforce the importance of carrying out the care plan. The care
consultant also offered to provide physicians and/or their office personnel with explanations and further detail
regarding any aspect of the care plan.

Usual care

The primary outcome, nursing home admission, was measured as whether or not patients were admitted to a long-
stay nursing home within 12 months after the baseline interview. Nursing home admission was determined in two
ways. First, family caregivers were asked at the 12-month interview where their relative lived at that time.

If they mentioned a nursing home for permanent residence, the subject was coded as a nursing home admission.
Second, the care consultant notified the research team when any people with dementia cared by intervention group
subjects were admitted for long-term nursing home stays. These reported events were verified with family
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caregivers at the 12-month interview.

The remaining dependent variables were assessed during baseline and 12-month interviews. Two measures of self-
efficacy for managing dementia were used to determine the impact of the intervention on caregiver self-efficacy.

These measures determined how certain family caregivers were that they could manage their relatives’ dementia
symptoms, and access community support services when needed. All items began with the phrase: “How certain
are you right now that you can . . .?”. Responses ranged from 1 (not at all certain) to 10 (very certain), and
caregivers were asked to place themselves on the 10-point response scale. Five items comprised the symptom
management self-efficacy measure, and four items comprised the community support service use self-efficacy
measure.

Caregiver burden was measured using the 22-item Revised Caregiver Burden Scale.

Caregivers’ depressive symptoms were measured using the 20-item Center for Epidemiological Studies Depression
inventory.

Caregivers’ physical health symptoms were measured using 12 items expressing physical signs and symptoms from
the Hopkins Symptoms Checklist.

Not provided. This study was submitted for publication in 2008.
USA

¢ Did the trial address a clearly focused issue? Yes

¢ Was the assignment of patients to treatment randomised? Unclear. The method of site randomisation was not
explained.

¢ Were clinicians and investigators blinded? No. Follow-up interviewers were not blinded.

o Were the groups similar at the start of the trial? Yes

o Aside from the experimental intervention, were the groups treated equally? Yes

¢ At the end of the trial, were all patients accounted for? No. 11% dropped out and it was not explained why.
e Can the results be applied to the local population? Unclear. It is difficult to compare US and UK systems.

o Were all clinically relevant outcomes reported? Yes

Overall risk of bias: High
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RCT

Inclusion criteria: Persons were eligible for trial entry if they had scores on the MMSE below 24 or a risk of dementia
of 50% or more according to the 7MS and if a primary caregiver was present. The primary caregiver was defined as
the caregiver who spent most hours on the caring process and/or who coordinated the caring process.

Exclusion criteria: Assistance by an outpatient geriatric or psychiatric team for cognitive problems, terminal iliness,
insufficient command of the Dutch language, participation in other research projects, and institutionalization.
Exclusion criteria for caregivers were terminal iliness, providing less than 1 h of care a week, and insufficient
command of the Dutch language.

N= 81 people living with dementia and their carers

n= 43 experimental intervention: case management by district nurses

70%=female; 30%=male; mean age (SD)= 82.1 years (5.7); mean MMSE (SD)= 22.0 (4.2)

n= 38 comparator: usual care

58%=female; 42%=male; mean age (SD)= 81.0 years (6.5); mean MMSE (SD)= 22.7 (3.8)

During one year, three district nurses who were specialized in geriatric care, acted as case managers. The nurses
had mainly a coordinating function consisting of assessment, giving advice and information, planning, coordinating,
organizing collaboration, and monitoring of care.

The nurses started the intervention with a home-visit in which they administered the Resident Assessment
Instrument Home Care (RAI-HC). The RAI-HC is a computerized multidimensional instrument that consists of a
Minimum Data Set, which assesses the general functioning of the patient, and Client Assessment Protocols,
providing protocols for the management of 30 potential and actual problem areas. Together with the participants, the
nurses ordered the problems identified into a hierarchy of importance, and they formulated a care plan.
Subsequently, they left behind a form to register care and the agreements made with health care professionals.

In the second home-visit, the nurses explored the caregiver’s situation with a capacity and burden questionnaire to
formulate a care plan. They handed a guide holding available social and welfare services.

After these two visits, the nurses and participants decided how to proceed. When more visits were not considered
necessary, the nurses contacted the participants at least every 3 months by telephone to monitor their situation. In
addition, the nurses were available for consultation by telephone. The nurses visited the PCPs to inform them about
the participants’ situation.

Apart from these standard activities, the intervention held some tailor-made activities. For instance, the nurses
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referred patients and caregivers to other health care professionals, including diagnostic services, and they
monitored the anticipated effect. In addition, the nurses organized family-meetings aimed at educating relatives,
improving social support and relieving the primary caregiver.

The nurses were trained in working with RAI-HC and in organising family-meetings. They also attended seminars on
how to deal with dementia patients and their caregivers. They met monthly to discuss innovations and geriatric
cases while supervised by a staff member of their home care organisation.

Usual care in the Netherlands comprehends a diversity of health care and welfare services. Participating pairs
received care depending on their own initiative. They had no access to family meetings, nor were they offered an
assessment with the RAI-HC, because these supportive activities are not offered regularly in the Netherlands.

Outcomes were assessed by means of interviews and caregiver-completed questionnaires at baseline and after 12
months.

Primary outcome was caregiver’s sense of competence measured with the three subscales of the Sense of
Competence Questionnaire (SCQ; with higher scores indicating better sense of competence): consequences of
involvement in care for the personal life of the caregiver (scores ranging from 8 to 40), satisfaction with one’s own
performance as a caregiver (12—60) and satisfaction with the care recipient (7—35).

Secondary outcomes were caregiver’s quality of life, measured with the Caregiver's (SF-36), caregiver’'s depressive
symptoms determined with the Center for Epidemiologic Studies Depression Scale (CES-D) (0-60), burden
measured with the Self-Perceived Pressure by Informal Care (SPPIC) (0-9) (Pot et al., 1995), patient’s quality of life
measured with the subscales self-esteem, positive affect, negative affect, feelings of belonging, sense of aesthetics,
and overall perception on quality of life of the Dementia Quality of Life Instrument (DQOL) (1-5).

Apart from these outcomes, they assessed the following variables of the caregiver at baseline: socio-demographic
characteristics (age, gender, educational level, relation with the care recipient, (not) living together with the care
recipient), months spent on caring, hours spent on caring a week, help from other persons, functioning in activities
of daily living (ADL) and instrumental activities of daily living (IADL) measured with the Groningen Activity
Restriction Scale (GARS) (18—72), presence of chronic diseases, mastery over one’s life measured with the Mastery
Scale (7-35), caregiver’s distress due to patient’'s behavioural problems measured with the distress-subscale of the
Neuropsychiatric Inventory (NPI-Q) (0—60), and social support measured with the social support list (SSL-I,
subscale positive interactions) (34—136). On patient level at baseline we assessed sociodemographic characteristics
(age, gender, last job level), presence of chronic diseases, patient’s initiative to perform self-care (0-36) and
patient’s actual performance of self-care (0—44) measured with the Interview for Deterioration in Daily living activities
in Dementia (IDDD), behavioural problems measured with the Neuropsychiatric Inventory (NPI-Q) (0-36), and
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urinary incontinence. Health care utilization of pairs was measured continuously by means of caregivers’ self-
reports.

Not provided. This study was received for publication during 2009.
The Netherlands

¢ Did the trial address a clearly focused issue? Yes

¢ Was the assignment of patients to treatment randomised? Yes

¢ Were clinicians and investigators blinded? Yes

o Were the groups similar at the start of the trial? Yes

¢ Aside from the experimental intervention, were the groups treated equally? Yes
o At the end of the trial, were all patients accounted for? Yes

e Can the results be applied to the local population? Unclear. Difficult to compare the system in the Netherlands to
that in the UK.

o Were all clinically relevant outcomes reported? Yes
Overall risk of bias: Low

RCT

Inclusion criteria: A short standardised screening tool was used to identify caregivers whose score on one or more
of the five major outcome areas (caregiver identity discrepancy, objective burden, relationship burden, stress
burden, or depression) was above a pre-set cutoff or they indicated that they “probably would” or “definitely would”
place their care receivers in a nursing home in the near future.

Exclusion criteria: None other

N= 74. The results section says: “Over 70% of care receivers were diagnosed with probable Alzheimer’s disease.”

n= 41 (assuming equal numbers dropped out of both arms) experimental intervention: Tailored Caregiver
Assessment and Referral (TCARE®) protocol, a care management process designed to help family caregivers, on
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care planning and caregiver outcomes.

Caregiver characteristics: 90.6%=female; 9.4%=male; mean age (SD)= 62.81 years (13.4)
n= 32 (assuming equal numbers dropped out of both arms) comparator: usual care
Caregiver characteristics: 77.3%=female; 22.7%=male; mean age (SD)= 63.43 years (11.2)
Baseline data for the people living with dementia was not given.

The Tailored Caregiver Assessment and Referral (TCARE®) protocol is a manualised care management process
designed to help practitioners efficiently triage resources and services available within a community to effectively
address caregivers’ needs. The protocol is grounded in the caregiver identity theory.

TCARE® as a Triaging Mechanism

The TCARE® protocol empowers family caregivers by providing them with critical information to make informed
decisions. In this regard, the protocol is similar to caregiver coaching protocols such as that implemented by Bass
and colleagues (2003) and the care management protocol designed by Gitlin and colleagues (2006). The TCARE®
protocol differs, however, from these approaches in two major aspects. First, the TCARE® protocol does not
assume that caregivers always know which services will be helpful and which will not. Indeed, the persistent finding
that many caregivers discontinue service use after a short trial period raises serious questions about this
assumption (Montgomery, 2002). Second, the TCARE® protocol expands upon the work of Gitlin and colleagues by
first focusing on strategies for helping caregivers achieve intervention goals, rather than a specific set of services
options. Indeed, the protocol identifies more than 90 different types of resources or services that could benefit
caregivers and are consistent with one or more of the four main support strategies of the protocol.

Description of TCARE® Protocol

The six-step process includes two meetings with caregivers and a structured process for tailoring a care plan to the
needs and preferences of the caregiver. A central feature of the TCARE® protocol is a decision algorithm that helps
care managers integrate extensive information about the caregiver and care context. The 44 pathways through the
decision algorithm reflect various combinations of caregivers’ scores on measures of three types of burden,
intentions to place, depression, identity discrepancy, uplifts, and the care manager’s professional judgment
regarding the capacity of the caregiver to provide necessary care in a safe manner. The algorithm leads to the
identification of (a) an appropriate intervention goal, (b) strategies for reaching that goal, and (c) a generic list of
services that is consistent with the identified strategies.

Reflecting the core assumptions of the caregiver identity theory, one of the three intervention goals is selected to
minimize identity discrepancy. The three possible goals for a caregiver are to (a) continue in his or her current
identity as a caregiver by “stretching” that identity to include current caregiving activities, (b) reduce the caregiving
aspects of his or her identity to bring his or her identity into line with what he or she is actually doing, or (c) further
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embrace an identity as a caregiver to bring his or her identity into line with what he or she is actually doing. For
many caregivers, the algorithm also identifies enhancing the caregiver’'s health as a secondary goal. The four
possible strategies for achieving the selected goal include (a) changing the caregiver’'s personal norms or rules
pertaining to care responsibilities and interactions with the care recipient, (b) reducing the work load, (c) enhancing
positive self-appraisal, and (d) reducing emotional stress.

The initial list of generic service types is drawn from the TCARE® Guide for Selecting Services which is a catalogue
of more than 90 types of resources, grouped into 15 major categories that have been identified as potentially useful
for supporting caregivers. The guide links each type of resource with the strategies that it could support.

Starting with the initial list of generic services and using a directory or database of local resources, care managers
follow a structured process to tailor the list of services to reflect preferences and circumstances of the caregiver and
the availability of resources within the local community. All of this information is recorded on the Care Consultation
Worksheet. During a consultation session, the care manager interprets the caregiver’s scores on key measures and
uses the worksheet to discuss the recommended goals and strategies and explains the potential benefits of each
recommended service. Decisions regarding a care plan are then jointly made with the caregiver and later recorded
on the Care Plan Form and sent to the caregiver. An essential aspect of the TCARE® protocol is a scheduled
follow-up, which took place at three-month intervals for the duration of this study.

Usual care

Service Recommendation, Compliance, and Use: The variety of services included on a care plan was measured by
counting the number of different types of services listed on the care plan. A dichotomous variable reflecting use (1)
or non-use (0) was created for each of the 22 service types for which data were obtained. Similarly, a dichotomous
variable reflecting compliance (1) or noncompliance (0) was created for each service listed on an individual’s care
plan.

Identity Discrepancy: Caregiver identity discrepancy is defined as the affective psychological state that accrues
when there is a disparity between the care activities in which a caregiver is engaging and those activities that would
be consistent with his or her identity standard. Identity discrepancy was measured using a 6-point six-item scale
with scores ranging 6—36.

Caregiver Burden: Caregiver burden was measured using the modified Montgomery Borgatta Caregiver Burden
scale. Objective burden is defined as a negative psychological state that results from the perception that caregiving
activities and responsibilities are infringing on other aspects of the caregiver’s life, including time and energy to
address other family obligations, leisure activities, and personal needs. It was measured using a 5-point six-item
scale with scores ranging 6—30. Relationship burden, measured using a 5-point five-item scale with scores ranging
5-25, is defined as demands for care and attention over and above the level that the caregiver perceives is
warranted by the care receiver’s condition. Stress burden is defined as a generalized form of negative affect that
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results from caregiving and was measured using a 5-point five-item scale with scores ranging 5-25.

Depressive Symptoms: Depressive symptoms were measured using a 4-point 10-item short version of the Center

for Epidemiological Studies Depressive Symptoms scale. Scores ranged 0—-30.

Not provided. This study was published in 2011.

USA

¢ Did the trial address a clearly focused issue? No. Over 70% of care recipients were diagnosed with probable
Alzheimer’s disease.

¢ Was the assignment of patients to treatment randomised? Yes

e Were clinicians and investigators blinded? No

e Were the groups similar at the start of the trial? Unclear. Baseline data for the people living with dementia was not
provided.

o Aside from the experimental intervention, were the groups treated equally? Yes

o At the end of the trial, were all patients accounted for? Yes

o Can the results be applied to the local population? Unclear. It is difficult to compare US and UK systems.
¢ Were all clinically relevant outcomes reported? Yes

Overall risk of bias: Very high

RCT

Inclusion criteria: Community dwelling people aged 65 years old or above, diagnosed to have mild dementia, with
Chinese

Mini-Mental State Examination (CMMSE) scored 15 or above, and/or a Clinical Dementia Rating of 1 (Hughes et al.,
1982) were recruited from psychogeriatric outpatient and memory clinics of Prince of Wales Hospital, a teaching
hospital in Hong Kong.

Exclusion criteria: (1) no family caregiver, defined as a family member who visited the person at least once a month;
(2) refused home visits by case manager, (3) subjects with significant concomitant diseases with more than one
hospital admission in the previous 12 months. The last criterion was introduced in order to obtain a more
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homogenous sample of people with dementia with relatively stable physical condition.

N= 92 people living with dementia and their carers

n= 53 experimental intervention: a case management (CM) model for people with mild dementia
59%=female; 41%=male; mean age (SD)= 78.6 years (6.4); mean MMSE (SD)= 17.6 (5.2)

n= 39 comparator: usual care

56%=female; 44%=male; mean age (SD)= 78.2 years (5.4); mean MMSE (SD)= 18.0 (5.1)

The subjects were assigned to a case manager (CM) who was a trained occupational therapist. The intervention
period lasted for 4 months. During the intervention period, regular home visits were carried out. The median
numbers of follow-ups of the CM group subjects by the case manager by home visit, telephone, and at hospital
clinic were three, eight, and two, respectively. The CM offered interventions in the following areas:

1. Assessment and advice: CM evaluated the activities of daily living and neuropsychiatric symptoms of the
demented subjects, and caregiver distress in care duties. CM also advised caregivers and demented subjects on
the following areas: safe performance in basic self-care activities with environmental modification to promote safe
home living, behavioural management, and communication techniques.

2. Home-based program on cognitive stimulation: Subjects with family caregivers received training on home-based
cognitive stimulation strategies which included reading newspapers together, reminiscence by old-time photos and
continued engagement in usual household tasks and leisure activities. The cognitive stimulating program was
reinforced by home visits and telephone calls were appropriate for 16 weeks. Afterward, family caregivers were
encouraged to continue with the activities.

3. Case management: CM provided support to both caregivers and subjects by home visits initially, and later by
telephone calls, and follow-up at hospital clinic visits. CM encouraged the subjects to be registered with local social
centres so that the family could tap into the locally available social services. CM liaised with the staff in the social
centres involved to ensure smooth integration of the subjects into the activity schedule.

The CM was accessible by a telephone hotline during working hours from Monday to Saturday. The CM liaised
closely with the psychogeriatricians or geriatricians in the clinics. An early review would be arranged if necessary.
In order to standardize the quality of medical care, both group subjects were followed up at three monthly intervals
in the psychogeriatric or memory clinics. Subjects from both CM and control groups received standard medical
treatment as clinically indicated.

One home visit for home safety was performed by the same occupational therapist with the control subjects at the
beginning of the trial, but the subjects did not have access to case management.

© NICE 2018. All rights reserved. See Notice of rights.
155


https://www.nice.org.uk/terms-and-conditions

Dementia
Appendix E: Evidence tables

Assessments of outcome variables were conducted at the baseline and were repeated at the fourth and twelfth
month after recruitment.

Assessment of family caregivers

Zarit Carer Burden Interview (ZBI) has 22 items measuring caregiver stress. Areas assessed include the perceived
health and psychological well-being of the caregiver, financial impact, social life, and relationship between the
caregiver and the person with impairments.

General Health Questionnaire. This is a commonly used tool to measure psychological health. Its Chinese version
has been validated in Hong Kong. Higher scores indicate psychological distress.

The Personal Well-Being Index for adults (PWIAs). This is a generic and cross-cultural instrument which was
adopted to measure subjective QOL, and has been translated and validated for use in Hong Kong. The instrument
contains seven items which asks how people are satisfied with seven life domains. A 0—10 rating scale on
satisfaction is used. The PWI is accompanied by “gold standard” normative values, which range between 60 and 70
on a 0—100 scale distribution for Asian Chinese populations.

Use of social care support: Data on the use of day care, home help, part time or full time domestic helper, and
respite care in the care of the people with dementia were collected by a questionnaire at each follow-up visit.
Assessment of persons with dementia

The Chinese version of Mini Mental State Examination (CMMSE) was assessed at the baseline and subsequent
follow-up.

The Cornell Scale for Depression in Dementia (CSDD) is a 19-item clinician-rated scale that measures depression
after interviews with the patient and the caregiver. It was administered at psychogeriatric or memory clinics by
doctors who were blinded to the group assignment. A cut-off score of 6/7 has been shown to be sensitive in
identifying significant depressive symptoms in persons with mild dementia in the Chinese population.

The Neuropsychiatric Inventory (NPI) was used to measure the profile of psychiatric symptoms and behavioural
disturbances. Ten major groups of neuropsychiatric symptoms with vegetative symptoms of sleep and appetite
disturbances were evaluated with a semi-structured interview by a caregiver. The present study adopted the
Chinese version validated for community dwelling Chinese persons in Hong Kong.

The Personal Well-Being Index-Intellectual Disability (PWI-ID): This is a parallel form of the original adult PWI
designed for use with people who have cognitive impairment PWI-ID. A main unique feature of the ID version is the
incorporation of a standardised pre-test for determining the ability of the respondent to cope with testing demands of
the PWI. The PWI-ID demonstrates satisfactory psychometric performance in validation studies conducted with a
wide range of cognitively impaired populations including dementia.
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2005 to 2008

Hong Kong

¢ Did the trial address a clearly focused issue? Yes

¢ Was the assignment of patients to treatment randomised? Yes

¢ Were clinicians and investigators blinded? Yes

¢ Were the groups similar at the start of the trial? Yes

¢ Aside from the experimental intervention, were the groups treated equally? Yes
¢ At the end of the trial, were all patients accounted for? Yes

e Can the results be applied to the local population? Unclear. It is difficult to compare the cultures and systems of
Hong Kong to those of the UK.

¢ Were all clinically relevant outcomes reported? Yes
Overall risk of bias: Low

RCT

Inclusion criteria: Patients had to be newly diagnosed as having dementia meeting the criteria of the Diagnostic and
Statistical Manual of Mental Disorders, fourth edition (DSM-IV), with a clinical dementia rating of 0.5, 1, or 2.22 Each
patient had an informal caregiver,

Exclusion criteria: Patient-caregiver pairs were excluded when the patient lived in a nursing home, had a life
expectancy of less than a year, or needed specific memory clinic care (for example, in the case of Creutzfeldt-Jakob
disease) that could not be given by general practitioners.

N= 153 people living with dementia and their carers

n= 78 experimental intervention: memory clinic follow-up

62%=female; 38%=male; mean age (SD)= 78.2 years (6.2); mean MMSE (SD)= 22.7 (3.6)
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n= 75 comparator: GP follow-up
59%=female; 41%=male; mean age (SD)= 77.9 years (5.2); mean MMSE (SD)= 22.7 (4.2)

The interventions in this study consisted of usual care by either the memory clinic or the general practitioner. The
memory clinic provided treatment and care coordination based on the specialist Dutch dementia guideline of the
Dutch Institute for Healthcare Improvement. The main content of the intervention of the memory clinic was
prescribing and guidance of anti-dementia drugs (cholinesterase inhibitors and memantine). Furthermore, they
provided non-drug interventions—for example, occupational therapy, providing day structure, or referral to a nurse
specialist, day care, or home care. Using the guidelines mentioned, both drug prescription/guidance and the non-
drug interventions were delivered on a tailored basis.

Patient-caregiver pairs assigned to the general practitioner received post-diagnosis treatment and care provided by
the general practitioner based on the Dutch general practice and homecare dementia guidelines. As usual, the
general practitioner received a discharge letter with advice about treatment after diagnostic investigation by the
memory clinic.

Contrary to the Dutch specialist guideline on dementia treatment, the general practice guideline states that the use
of cholinesterase inhibitors is not recommended; however, several general practitioners did prescribe dementia
drugs as part of the intervention. Most non-drug interventions available in memory clinic care are also available in
general practitioner care and were also delivered on a tailored basis.

Measurements were taken at baseline and at 12 months.

Primary outcome measures to establish effectiveness were the quality of life of the patient as rated by the caregiver,
using the quality of life in Alzheimer’s disease instrument (range 13-52; higher scores indicate a better quality of
life), and self-perceived caregiving burden of the informal caregiver, as measured by the sense of competence
questionnaire (range 27-135; higher score reflects a greater sense of competence).

Several secondary outcome measures in both patients and caregivers were assessed. To measure patients’
depression, we used the geriatric depression scale, a short questionnaire validated in mild to moderate dementia.
We measured behavioural disturbance by using the neuropsychiatric inventory in questionnaire format and the
patient’s functional performance by using the interview for deterioration in daily living activities in dementia scale.
Secondary outcome measures related to the caregiver were mood measured with the Centre for Epidemiologic
Studies depression scale and anxiety measured with the state-trait anxiety inventory. We also used the Eysenck
personality questionnaire to evaluate caregivers’ personality and the Pearlin mastery scale to determine the amount
of mastery (the extent to which life chances are seen as being under a person’s own control in contrast to being
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fatalistically ruled). We measured emotional problems of the caregiver concerning the behaviour of the patient with
the neuropsychiatric inventory in questionnaire format. To measure social support, we used the inventory for
measuring social involvement.

2007 to 2009
The Netherlands

¢ Did the trial address a clearly focused issue? Yes

¢ Was the assignment of patients to treatment randomised? Yes

¢ Were clinicians and investigators blinded? Yes

¢ Were the groups similar at the start of the trial? Yes

¢ Aside from the experimental intervention, were the groups treated equally? Yes
e At the end of the trial, were all patients accounted for? Yes

e Can the results be applied to the local population? Unclear. It is difficult to compare systems in the Netherlands
compared to the UK.

o Were all clinically relevant outcomes reported? Yes
Overall risk of bias: Low

RCT

Inclusion criteria: The demonstration enrolled participants who met four criteria: (1) diagnosis of irreversible
dementia, (2) enrolment in the Medicare program, (3) residence in a demonstration site's catchment area, and (4)
living in the community at the time of their application to the program.

Exclusion criteria: All but one site chose to exclude Medicaid recipients. During the first month, 97 participants died,
160 entered a nursing home, and 35 dropped out. These cases were excluded under the assumption that the
program did not have a sufficient opportunity to affect the needs of the caregivers during such a short interval.

N= 8095 people living with dementia and their carers
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n=4005* experimental intervention: the Medicare Alzheimer’s Disease Demonstration4005

n= 3798* comparator: usual care

*Assuming that equal numbers dropped out of both groups, which is what the authors have written.

A summary of the baseline characteristics was not provided. However, the descriptive statistics table shows that
both groups were similar.

(The following studies have the same intervention with the same wording: Miller 1999, Newcomer 1999, Shelton
2001. The details were taken from Yordi 1997 and Shelton 2001 because together they had the most detailed
explanations).

Following randomization into the treatment group, both AD clients and their caregivers received comprehensive in-
home, clinical assessments conducted by nurse case managers. The clinical assessment domains, completed on
the AD client and caregiver, included physical health conditions and status, cognitive functioning, psychosocial and
financial needs, environmental problems, prior healthcare and community service utilization, and formal and
informal caregiving arrangements.

After the initial assessment, which was updated every 6 months, nurse case managers identified client and
caregiver medical and psychosocial problems and service needs and developed a plan of care to serve as the basis
for future interventions.

Care plans were developed in agreement with caregiver and client. The plan outlined specific interventions to be
performed by the case manager, the caregiver, healthcare providers, and informal resources.

Care plans were shared with the client and the caregiver’s primary care physician and all healthcare providers
involved in the delivery of community-based services. Nurse case managers had a caseload of approximately 100
AD clients and their caregivers and were responsible for the authorization and monitoring of all services provided by
the demonstration under a monthly cap for each AD client. Services included:

» Adult day care

« Skilled and rehabilitation nursing

* Therapies (i.e., speech, occupational, physical)

* Home health aide

» Homemaker/personal care

* Housekeeping

» General chore (i.e., heavy cleaning)

* Home repairs and maintenance

» Companion (i.e., friendly visiting, shopping and errands, telephone reassurance, and caretaker while caregiver
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attends educational and/or support groups)

* Home-delivered meals

» Non-emergency transportation for client

» Adaptive and assistive equipment

» Medical supplies in conjunction with skilled and unskilled home care
» Consumable care goods

« Safety modifications to the home

Among these support services are caregiver education and training, caregiver support groups, and caregiver
transportation to education and support groups. These services did not have co-payment and were reimbursed by
HCFA as part of each demonstration site's administrative overhead.

Details of the average number of follow-up frequencies were not given.

Usual care

Hazard ratio for entry into residential care. Data was collected over a three year period.

Enrolment started in 1991. The study was published in 1999.

USA

¢ Did the trial address a clearly focused issue? Unclear. The description of the intervention lacks detail compared to
other studies. For example, follow-up frequencies.

¢ Was the assignment of patients to treatment randomised? Unclear. Details of the randomisation method were not
given.

¢ Were clinicians and investigators blinded? Unclear. There is no mention of blinding.
o Were the groups similar at the start of the trial? Yes

o Aside from the experimental intervention, were the groups treated equally? Yes

o At the end of the trial, were all patients accounted for? Yes

e Can the results be applied to the local population? Unclear. It is difficult to compare the US system to the UK
system.

o Were all clinically relevant outcomes reported? Yes
Overall risk of bias: High
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RCT

Inclusion criteria: The demonstration enrolled participants who met four criteria: (1) diagnosis of irreversible
dementia, (2) enrolment in the Medicare program, (3) residence in a demonstration site's catchment area, and (4)
living in the community at the time of their application to the program.

Exclusion criteria: No informal caregiver at baseline.

N= 1906 people living with dementia and their carers

n= 986 experimental intervention: the Medicare Alzheimer’'s Disease Demonstration

72%=female; 28%=male; mean age (SD)= 78.0 years (8.06); mean MMSE (SD)= 14.9 (8.63)

n= 920 comparator: usual care

74%=female; 26%=male; mean age (SD)= 78.0 years (8.35); mean MMSE (SD)= 15.2 (8.57)

(The following studies have the same intervention with the same wording: Miller 1999, Newcomer 1999, Shelton
2001. The details were taken from Yordi 1997 and Shelton 2001 because together they had the most detailed
explanations).

Following randomization into the treatment group, both AD clients and their caregivers received comprehensive in-
home, clinical assessments conducted by nurse case managers. The clinical assessment domains, completed on
the AD client and caregiver, included physical health conditions and status, cognitive functioning, psychosocial and
financial needs, environmental problems, prior healthcare and community service utilization, and formal and
informal caregiving arrangements.

After the initial assessment, which was updated every 6 months, nurse case managers identified client and
caregiver medical and psychosocial problems and service needs and developed a plan of care to serve as the basis
for future interventions.

Care plans were developed in agreement with caregiver and client. The plan outlined specific interventions to be
performed by the case manager, the caregiver, healthcare providers, and informal resources.

Care plans were shared with the client and the caregiver’'s primary care physician and all healthcare providers
involved in the delivery of community-based services. Nurse case managers had a caseload of approximately 100
AD clients and their caregivers and were responsible for the authorization and monitoring of all services provided by
the demonstration under a monthly cap for each AD client. Services included:

* Adult day care

« Skilled and rehabilitation nursing

* Therapies (i.e., speech, occupational, physical)
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* Home health aide

* Homemaker/personal care

* Housekeeping

* General chore (i.e., heavy cleaning)

* Home repairs and maintenance

» Companion (i.e., friendly visiting, shopping and errands, telephone reassurance, and caretaker while caregiver
attends educational and/or support groups)

* Home-delivered meals

* Non-emergency transportation for client

» Adaptive and assistive equipment

» Medical supplies in conjunction with skilled and unskilled home care

» Consumable care goods

« Safety modifications to the home

Among these support services are caregiver education and training, caregiver support groups, and caregiver
transportation to education and support groups. These services did not have co-payment and were reimbursed by
HCFA as part of each demonstration site's administrative overhead.

Details of the average number of follow-up frequencies were not given.

Usual care

The final re-assessment was at 36 months.

Caregiver burden was measured using an adaptation of a scale developed by Zarit, Reever, and Bach-Peterson.
The scale, in which eight items were summed with responses ranging from 0 (never) to 4 (always), included items
that asked caregivers whether they felt stressed between caring for the client and meeting other family
responsibilities and between caring for the client and having enough time for themselves; whether they felt angry
around the client; whether they felt tense or anxious due to their involvement in caregiving; whether they felt that
their health had suffered due to caregiving; whether their social life had suffered; whether they felt that they had lost
control of their life since the client's illness; and the extent of burden they felt in caring for the client.

Caregiver depression was measured using the short-form Geriatric Depression Scale (Yesavage et al). The scale
sums affirmative responses to 15 items that asked caregivers whether they were basically satisfied with their life,
had dropped many of their activities and interests, felt that their life was empty, were often bored, were in good
spirits most of the time, felt helpless, preferred to stay home or to go out and do new things, felt that they had more
problems with memory than most people, thought it was wonderful to be alive, felt worthless, were full of energy, felt
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that their situation was hopeless, and thought that most people were better off than they were.

1989 to 1994

USA

¢ Did the trial address a clearly focused issue? Unclear. The description of the intervention lacks detail compared to
other studies. For example, follow-up frequencies.

¢ Was the assignment of patients to treatment randomised? Unclear. Details of the randomisation method were not
given.

¢ Were clinicians and investigators blinded? Unclear. There is no mention of blinding.

¢ Were the groups similar at the start of the trial? Yes

¢ Aside from the experimental intervention, were the groups treated equally? Yes

o At the end of the trial, were all patients accounted for? No. 2642 cases were excluded because they only had a
baseline assessment. This represents a dropout rate for unknown reasons of 32%.

e Can the results be applied to the local population? Unclear. It is difficult to compare the US system to the UK
system.

o Were all clinically relevant outcomes reported? Yes
¢ Overall risk of bias: Very high

RCT

Inclusion criteria: Eligible participants were age 70+ years, English-speaking, community-residing in the northwest
Baltimore area, had a reliable study partner available who was willing to participate in all study visits, met diagnostic
criteria for dementia or Cognitive Disorder Not Otherwise Specified, and had 1 or more unmet care needs on the
Johns Hopkins Dementia Care Needs Assessment (JHDCNA).

Exclusion criteria: Individuals in a crisis situation (i.e., signs of abuse, neglect, risk of danger to self or others) were
excluded.
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N= 188 people living with dementia and their carers.

n= 74 experimental intervention: care coordination

66.4%=female; 33.6%=male; mean age (SD)= 84.0 years (5.8); mean MMSE (SD)= 19.0 (7.9)
n= 114 comparator: augmented usual care

62.2%=female; 37.8%=male; mean age (SD)= 83.9 years (5.9); mean MMSE (SD)= 19.2 (7.7)

Intervention participants, their study partners, and their PCP received the written JHDCNA results and 18 months of
care coordination by an interdisciplinary care team comprising non-clinical community workers (Coordinators) linked
to a registered nurse and a geriatric psychiatrist. The manualised care coordination protocol consisted of four key
components:

¢ |dentification of needs and individualised care planning based on the JHDCNA to address unmet needs and to
match the priorities and preferences of the patient and family.

¢ Provision of dementia education and skill building strategies.
¢ Coordination, referral, and linkage to services.

e Care monitoring.

Care components are individually tailored to current unmet needs and updated based on emergent needs of
participants and CGs. After randomisation, coordinators reviewed the JHDCNA assessment, conducted an in-home
visit with the participant and study partner to review and prioritise needs, and developed the care plan. The study
partner and/or participant, when appropriate, then implemented the plan with guidance from the coordinator. A
menu of care options/strategies was available for each unmet need item and consisted of referral and linkage to
resources/services; CG memory disorder education and skill building; and informal counselling and problem-solving.
All recommended resource referrals were selected from those available locally. The protocol pre-specified two in-
home visits (initial visit and 18-month visit), and monthly contacts to maintain engagement with the care team.
Otherwise, the type and frequency of coordinator involvement with the participant and family was individualized over
the 18 months and driven by need level, care plan, and family preference. (In fact, on the results tables, the mean
number of conversations by telephone and in-person was 1.7 per month. The mean number of all contacts,
including emails, letters, faxes and left messages was 2.6 per month.)

Needs were monitored over time and new strategies were implemented when necessary. Emergent needs were
identified by the coordinators and incorporated into care plans. When appropriate, coordinators took a direct role to
ensure follow-through with recommended strategies/care options (e.g., reminders of appointments, attending
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outpatient visits or nursing home rehabilitation meetings, pricing medical equipment or services, assisting with
service program applications, providing educational material, and modelling management techniques).

The three coordinators (2 full-time equivalent bachelors-prepared with Marketing or Psychology degrees, and 0.5
full-time equivalent with Social Work Master’'s degree) were employees of two community-based social service
agencies hired explicitly for the study and located at the agencies based on a priori design. None had prior formal
training or certifications in geriatric case management or dementia care. Coordinators were trained over a 1-month
period. This structured training was provided by the study’s clinical investigators and colleagues from a range of
disciplines (e.g., geriatric psychiatry, geriatric medicine, nursing, social work) affiliated with the Bayview Memory
Center. It included didactic and interactive sessions on dementia care and management, community resource
identification, family engagement, rapport, and CG skill building, the JHDCNA, the Dementia Care Management
System (DCMS) clinical tracking software, human subjects research principles, and HIPAA; JHDCNA home-visit
needs assessment observations; clinical care observations (i.e., inpatient, outpatient, and long-term care); and
proficiency assessments. The geriatric psychiatrist and registered nurse provided direct support and clinical
guidance to coordinators, led weekly in-person 2-hour meetings to review recommendations, cases, and protocol
adherence, and were accessible by cell phone and e-mail. Coordinators used a customised Web-based application,
the DCMS, specifically designed for MIND. The DCMS provided decision support and secure information sharing
across the care team. It was used to track care plans, clinical progress, service and provider referrals, and service
use. Built-in query and reporting capabilities enabled tracking of protocol fidelity and self-monitoring of the
implementation process. Fidelity was ensured through:

1) The initial coordinator training.

2) Observation of the coordinators by the registered nurse or geriatric psychiatrist during the first several
independent field visits.

3) Weekly in-person care team meetings.

4) Monitoring of the Coordinators’ use and data entries into the DCMS clinical tracking software.

Augmented usual care (control) participants, study partners, and primary care physicians (PCPs) received the
written results of the JHDCNA following the baseline visit, including recommendations for each identified unmet
need. They also received a brief resource guide developed for the study that provided program and contact
information for 11 local and national aging service organisations.

Time to Transfer Out of the Home: Time to transfer out of the home was collected through study partner report by
masked evaluators at 4.5 (telephone), 9 (in-home), 14.5 (telephone), and 18 months (in-home). In cases of
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permanent transfer from home, the date, destination, and primary reason for relocation were recorded. For
temporary transfers (e.g., in-patient hospital, rehabilitation facility), the location was recorded and evaluators
followed up at the next scheduled interval to determine the participant’s location. For death of the participant, the
date, location, and cause of death were recorded. If death occurred outside of the home, evaluators recorded the
date the participant left the home, the destination(s) and duration of stay in each destination prior to death.
Extended surveillance by unmasked evaluators was conducted at 4.5-month intervals post-intervention for all
participants until December 1, 2011. Time was expressed in days from enrolment to time censor or event (i.e., all-
cause permanent transfer or death).

Unmet Care Needs: The JHDCNA is a multidimensional, manualized tool used to identify 19 common care need
categories for participants (71 items) and CGs (15 items). JHDCNA was developed by a multidisciplinary group of
clinical dementia experts through an iterative process based on best practices, suggesting face and content validity,
and our prior studies have suggested convergent and discriminant validity. Need items have standardized
descriptions and definitions, listings of indicators of needs, and a linked menu of potential care strategies/options to
address each need. Evaluators document needs and assess each as being either “fully met” or “unmet”. Total
percent of unmet care needs based on the JHDCNA ([no. of unmet need items/no. need items assessed] x 100),
was determined at the initial in-home screening visit and at 18 months. The proportion of unmet items in six pre-
specified need categories (Evaluation and Treatment of Memory Symptoms; Neuropsychiatric Symptom
Management; Home and Personal Safety; General, Specialist, and Allied Health Care; Daily and Meaningful
Activities; Legal Issues/Advanced Care Planning) was also evaluated for treatment group differences. An unmasked
RN rated the JHDCNA at the 18-month visit.

Secondary Outcome Measures. Secondary outcome measures were assessed at baseline and 18 months by
masked evaluators. These included the Quality of Life in AD, which was administered to participants (QOL-AD-
participant) and study partners (QOL-AD-proxy); the Alzheimer’s Disease Rated Quality of Life-40 item (ADRQL-40)
scale, an informant rated disease-specific QOL instrument; the Neuropsychiatric Inventory-Q (NPI-Q), an informant
rated questionnaire for NPS; and the Cornell

Scale for Depression in Dementia (CSDD), a depression inventory for persons with dementia.
Study dates were not provided. The study was published in 2014.

USA

¢ Did the trial address a clearly focused issue? Yes

o Was the assignment of patients to treatment randomised? Yes
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¢ Were clinicians and investigators blinded? No: the 18-month unmet need data (JHDCNA) was collected by a non-
blinded nurse.

o Were the groups similar at the start of the trial? Yes

o Aside from the experimental intervention, were the groups treated equally? Yes

o At the end of the trial, were all patients accounted for? Yes

e Can the results be applied to the local population? Unclear. Difficult to compare systems in the US to those in the
UK.

o Were all clinically relevant outcomes reported? Yes

Overall risk of bias: Low. Moderate for the 18-month unmet need data.

RCT

Inclusion criteria: cognitive impairment. Patients had to be accompanied by a family carer.

Exclusion criteria: All patients were tested with a Mini Mental State Examinations and those scoring above 22 were
excluded. A severe or terminally ill patient, a definitive institutionalization planned on a short term, no available
carer, or an impaired carer.

N= 46 people with an MMSE of 22 or below.

n= 23 experimental intervention: care coordination

n= 23 comparator: usual care

Baseline characteristics of the people living with an MMSE of 22 or below are not given separately for each group.
The care counsellor was a primary care professional with a bachelor degree and was selected on excellence in
social and communicative skills and because of her experience in dementia home care. An extra training included a
theoretic guidance through local community services addressing dementia home care provided by a skilled general
practitioner. Beside, the care counsellor was introduced to the home nursing organization, a local service centre for
the elder and the local general practitioners network.

During the ongoing of the study and in particular with each new intervention, the care counsellor was supervised
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and given feedback by a skilled general practitioner. The care counsellor was asked to write down an unstructured
report on every provided and extra contact with the carer.

The care counsellor was at the exclusive disposal of the intervention group. Over a course of 12 months, the care
counsellor guided the family carer in organizing home care.

At a first visit, the counsellor assisted the family carer in exploring any problematic home care situations.

Additionally, the care counsellor arranged a monthly phone call with the family carer and a three monthly visit.
During the intervention period twelve phone calls and four home visits were scheduled. Additionally, the care
counsellor was within permanent reach for advice by phone, for adjusting home care or for an extra visit. No
structured or hierarchical care plan was provided but drawn out following the needs of the family carer and patient.

General practitioners were informed about each change in formal or informal home care of their patients.
Usual care. Subjects in the control group were not guided or visited by the care counsellor but were passively
directed to the usual care systems.

Measurements were taken at baseline and at 6 months.

Primary outcome measure was defined as depression in the family carer and measured by the Beck Depression
Inventory with a score of 10 or more implying mild to moderate depression (according to Beck 1972).

Secondary outcome measures were coping behaviour, anxiety, and burden in the family carer.

Burden was measured with the 14 item Zarit Burden inventory. This shortened version of the original Burden
Inventory has proved its validity in family caregiving topics. Coping behaviour was quantified by the Ways of Coping
Checklist.

Anxiety was determined by the Trait subscale of the Stai-instrument. This subscale points out if subjects are prone
to anxiety rather than it does reflect a state of mind during a limited period.

The patient’s status was measured with the aid of Frail, the Activities and Instrumental Activities of Daily Living, the
Mini Mental State Examination for cognitive status, and the Neuro psychiatric Inventory for behaviour. The
symptoms described in this instrument were grouped into four categories: psychotic symptoms, disturbing
behaviour, mood swings and neuro-vegetative alterations (sleeping and eating problems, fears).

Additionally, an extensive quantitative assessment of formal and informal care support was made.
Finally, for each newly installed care support, the general practitioner was contacted.
2005 to 2006

Belgium

¢ Did the trial address a clearly focused issue? Yes
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o Was the assignment of patients to treatment randomised? Yes

o Were clinicians and investigators blinded? Yes

o Were the groups similar at the start of the trial? Unclear. Baseline characteristics of the people living with an
MMSE of 22 or below are not given separately for each group. However, the baseline characteristics of the carers
in each group is similar.

¢ Aside from the experimental intervention, were the groups treated equally? Yes

o At the end of the trial, were all patients accounted for? Yes

¢ Can the results be applied to the local population? Unclear. It is difficult to compare systems in Belgium to those in
the UK.

o Were all clinically relevant outcomes reported? No. The number of events in either group are not reported.
Therefore, only the relative difference is reported, not the absolute difference.

Overall risk of bias: Very high

RCT

Inclusion criteria: The demonstration enrolled participants who met four criteria: (1) diagnosis of irreversible
dementia, (2) enrolment in the Medicare program, (3) residence in a demonstration site's catchment area, and (4)
living in the community at the time of their application to the program.

Exclusion criteria: No informal caregiver at baseline.

N= 412 people living with dementia and their carers

n= 210 experimental intervention: the Medicare Alzheimer’'s Disease Demonstration

66%=female; 34%=male; mean age (SD)= 74.9 years (7.2)

n= 202 comparator: usual care

63%=female; 37%=male; mean age (SD)= 74.9 years (6.8)

(The following studies have the same intervention with the same wording: Miller 1999, Newcomer 1999, Shelton

2001. The details were taken from Yordi 1997 and Shelton 2001 because together they had the most detailed
explanations).
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Following randomization into the treatment group, both AD clients and their caregivers received comprehensive in-
home, clinical assessments conducted by nurse case managers. The clinical assessment domains, completed on
the AD client and caregiver, included physical health conditions and status, cognitive functioning, psychosocial and
financial needs, environmental problems, prior healthcare and community service utilization, and formal and
informal caregiving arrangements.

After the initial assessment, which was updated every 6 months, nurse case managers identified client and
caregiver medical and psychosocial problems and service needs and developed a plan of care to serve as the basis
for future interventions.

Care plans were developed in agreement with caregiver and client. The plan outlined specific interventions to be
performed by the case manager, the caregiver, healthcare providers, and informal resources.

Care plans were shared with the client and the caregiver’s primary care physician and all healthcare providers
involved in the delivery of community-based services. Nurse case managers had a caseload of approximately 100
AD clients and their caregivers and were responsible for the authorization and monitoring of all services provided by
the demonstration under a monthly cap for each AD client. Services included:

 Adult day care

« Skilled and rehabilitation nursing

* Therapies (i.e., speech, occupational, physical)
* Home health aide

» Homemaker/personal care

* Housekeeping

» General chore (i.e., heavy cleaning)

* Home repairs and maintenance

» Companion (i.e., friendly visiting, shopping and errands, telephone reassurance, and caretaker while caregiver
attends educational and/or support groups)

* Home-delivered meals

* Non-emergency transportation for client

» Adaptive and assistive equipment

» Medical supplies in conjunction with skilled and unskilled home care
» Consumable care goods

» Safety modifications to the home
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Among these support services are caregiver education and training, caregiver support groups, and caregiver
transportation to education and support groups. These services did not have co-payment and were reimbursed by
HCFA as part of each demonstration site's administrative overhead.

Details of the average number of follow-up frequencies were not given.
Usual care

Likelihood of hospitalisation.

Likelihood of emergency department usage.

1989 to 1994

USA

¢ Did the trial address a clearly focused issue? Yes

e Was the assignment of patients to treatment randomised? Unclear. Details of the method of randomisation were
not given.

e Were clinicians and investigators blinded? No

o Were the groups similar at the start of the trial? Yes

o Aside from the experimental intervention, were the groups treated equally? Yes

o At the end of the trial, were all patients accounted for? Yes

¢ Can the results be applied to the local population? Unclear. It is difficult to compare US and UK systems.

o Were all clinically relevant outcomes reported? No. The number of events in either group are not reported.
Therefore, only the relative difference is reported, not the absolute difference.

e Overall risk of bias: High

RCT (This study is the same as Samus 2014 except that it has different outcomes and slightly different participant
numbers)
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Inclusion criteria: Eligible participants were age 70+ years, English-speaking, community-residing in the northwest
Baltimore area, had a reliable study partner available who was willing to participate in all study visits, met diagnostic
criteria for dementia or Cognitive Disorder Not Otherwise Specified, and had 1 or more unmet care needs on the
Johns Hopkins Dementia Care Needs Assessment (JHDCNA).

Exclusion criteria: Individuals in a crisis situation (i.e., signs of abuse, neglect, risk of danger to self or others) were
excluded.

N= 171 people living with dementia and their carers

n= 67 experimental intervention: care coordination

Baseline characteristics of caregivers: 75%=female; 25%=male; mean age (SD)= 66.3 years (14.1)

n= 104 comparator: augmented usual care

Baseline characteristics of caregivers: 74%=female; 26%=male; mean age (SD)= 67.5 years (13.0)

Intervention participants, their study partners, and their PCP received the written JHDCNA results and 18 months of
care coordination by an interdisciplinary care team comprising non-clinical community workers (Coordinators) linked

to a registered nurse and a geriatric psychiatrist. The manualised care coordination protocol consisted of four key
components:

. Identification of needs and individualised care planning based on the JHDCNA to address unmet needs and
to match the priorities and preferences of the patient and family.

. Provision of dementia education and skill building strategies.

. Coordination, referral, and linkage to services.

0 Care monitoring.

Care components are individually tailored to current unmet needs and updated based on emergent needs of
participants and CGs. After randomisation, coordinators reviewed the JHDCNA assessment, conducted an in-home
visit with the participant and study partner to review and prioritise needs, and developed the care plan. The study
partner and/or participant, when appropriate, then implemented the plan with guidance from the coordinator. A
menu of care options/strategies was available for each unmet need item and consisted of referral and linkage to
resources/services; CG memory disorder education and skill building; and informal counselling and problem-solving.
All recommended resource referrals were selected from those available locally. The protocol pre-specified two in-
home visits (initial visit and 18-month visit), and monthly contacts to maintain engagement with the care team.
Otherwise, the type and frequency of coordinator involvement with the participant and family was individualized over
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the 18 months and driven by need level, care plan, and family preference. (In fact, on the results tables, the mean
number of conversations by telephone and in-person was 1.7 per month. The mean number of all contacts,
including emails, letters, faxes and left messages was 2.6 per month.)

Needs were monitored over time and new strategies were implemented when necessary. Emergent needs were
identified by the coordinators and incorporated into care plans. When appropriate, coordinators took a direct role to
ensure follow-through with recommended strategies/care options (e.g., reminders of appointments, attending
outpatient visits or nursing home rehabilitation meetings, pricing medical equipment or services, assisting with
service program applications, providing educational material, and modelling management techniques).

The three coordinators (2 full-time equivalent bachelors-prepared with Marketing or Psychology degrees, and 0.5
full-time equivalent with Social Work Master’'s degree) were employees of two community-based social service
agencies hired explicitly for the study and located at the agencies based on a priori design. None had prior formal
training or certifications in geriatric case management or dementia care. Coordinators were trained over a 1-month
period. This structured training was provided by the study’s clinical investigators and colleagues from a range of
disciplines (e.g., geriatric psychiatry, geriatric medicine, nursing, social work) affiliated with the Bayview Memory
Center. It included didactic and interactive sessions on dementia care and management, community resource
identification, family engagement, rapport, and CG skill building, the JHDCNA, the Dementia Care Management
System (DCMS) clinical tracking software, human subjects research principles, and HIPAA; JHDCNA home-visit
needs assessment observations; clinical care observations (i.e., inpatient, outpatient, and long-term care); and
proficiency assessments. The geriatric psychiatrist and registered nurse provided direct support and clinical
guidance to coordinators, led weekly in-person 2-hour meetings to review recommendations, cases, and protocol
adherence, and were accessible by cell phone and e-mail. Coordinators used a customised Web-based application,
the DCMS, specifically designed for MIND. The DCMS provided decision support and secure information sharing
across the care team. It was used to track care plans, clinical progress, service and provider referrals, and service
use. Built-in query and reporting capabilities enabled tracking of protocol fidelity and self-monitoring of the
implementation process. Fidelity was ensured through:

1) The initial coordinator training.

2) Observation of the coordinators by the registered nurse or geriatric psychiatrist during the first several
independent field visits.

3) Weekly in-person care team meetings.
4) Monitoring of the Coordinators’ use and data entries into the DCMS clinical tracking software.
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Augmented usual care (control) participants, study partners, and primary care physicians (PCPs) received the
written results of the JHDCNA following the baseline visit, including recommendations for each identified unmet
need. They also received a brief resource guide developed for the study that provided program and contact
information for 11 local and national aging service organisations.

Caregiver Unmet Needs: The Johns Hopkins Dementia Care Needs Assessment (JHDCNA) is a multidimensional
instrument for trained community evaluators to identify caregiver and care recipient (CR) dementia-related needs. It
is formatted as a checklist to evaluate 15 CR need domains (71 items) and 4 caregiver domains (15 items). The
evaluator determines if the need is unmet, partially met or fully met based on criteria specified in the intervention
manual. Total percent of unmet caregiver needs on the JHDCNA was calculated using the 15 items assessing
caregiver needs. The percent of unmet needs in 4 need domains (caregiver education, resource referral, mental
health, medical health) were also evaluated for treatment group differences. A registered nurse, unmasked to group
placement, rated the JHDCNA at baseline and 18-month visits.

Secondary outcome measures: Aspects of caregiver burden (objective and subjective), depression, and QOL were
assessed by masked evaluators at baseline, 9 months, and 18 months. Objective caregiver burden was
operationalized with 3 items that asked caregivers to estimate their time expenditures:

¢ “How many hours in the past week did you spend with the CR?”

¢ “How many hours in the past week did you spend doing things for the CR (e.g., paying bills, picking up supplies)?”

¢ (For those currently employed) “How many hours in the past month did you miss from work due to your caregiver
responsibilities for the CR?”

Subjective caregiver burden was measured by the 12-item Zarit Burden Interview (ZBI) on which scores range from
0 to 44 with higher scores being worse. Depression was measured by the 15-item Geriatric Depression Scale
(GDS), with scores ranging from 0 to 15 and scores above 5 suggestive of depression. QOL was measured by the
SF-12, which consists of physical and mental health components ranging from 0 to 100, with a lower score being
worse. Additionally, single-item Likert burden ratings recorded perceived day-to-day difficulty caring for the CR (1
least difficult, 5 most difficult), self-rated overall health (1 poor health, 5 excellent health), and self-rated stress (1 not
stressed, 5 extremely stressed).

Study dates were not provided. The study was published in 2015.
USA

¢ Did the trial address a clearly focused issue? Yes
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o Was the assignment of patients to treatment randomised? Yes

¢ Were clinicians and investigators blinded? Yes and no: Caregiver unmet needs was not blinded. Other
measurements were.

o Were the groups similar at the start of the trial? Yes

¢ Aside from the experimental intervention, were the groups treated equally? Yes

o At the end of the trial, were all patients accounted for? Yes

e Can the results be applied to the local population? Difficult to compare systems in the US to those in the UK.
o Were all clinically relevant outcomes reported? Yes

Overall risk of bias: Low. Moderate for caregiver unmet needs.

RCT

Inclusion criteria: informal caregivers of people with dementia living at home who (i.e. the caregiver) have a
computer with internet possibility and knows how to use it.

Exclusion criteria: the caregiver is not able to understand or read Dutch, and anticipated nursing home admission of
the person with dementia within six months.

N= 49 people living with dementia and their carers

n= 30 experimental intervention: DEM-DISC

78.0%=female; 22%=male; mean age (SD)= 82.1 years (7.3); mean MMSE (SD)= 18.2 (6.7)

n= 19 comparator: No DEM-DISC

65.6%=female; 34.4%=male; mean age (SD)= 79.5 years (7.9); mean MMSE (SD)= 17.5 (5.8)

Case managers from the experimental group had access to DEM-DISC. They could use it to assist them advise

their clients on care and welfare services that were relevant for them. Their clients (informal caregivers of people
with dementia) had unrestricted access to DEM-DISC at home for a period of one year.
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During an introduction meeting, case managers received information about DEM-DISC and instructions on how to
introduce the DEM-DISC study to their clients (informal caregivers). When informal caregivers agreed to participate
(and had signed an informed consent form), they were given a username and password, with which they could log
in to DEM-DISC at home. Both informal caregivers and case managers received an instruction manual on DEM-
DISC and a telephone number of a helpdesk that they could call during the intervention period with any questions or
problems regarding the use of DEM-DISC. Instruction on how to use DEM-DISC at home was available to informal
caregivers if they wanted it.

During the whole intervention period, the usage of the DEM-DISC was logged. The participants were interviewed at
home. The data collected through the interviews and questionnaires at pre-test and 12 months follow-up were used
for the DEM-DISC study. Furthermore, informal caregivers filled in a questionnaire they received via email to
evaluate the DEM-DISC. This questionnaire incidentally was conducted by telephone.

The case managers were interviewed by telephone after six months. Stakeholders were interviewed on the
implementation of the DEMDISC using semi-structured interviews.

Usual care. Participants in the control group did not have access to DEM-DISC. They had access to the regular
information channels (e.g. via the GP, brochures etc.) and were advised by case managers who did not have
access to DEM-DISC.

The primary outcome measure of this study was needs of people with dementia as reported by informal caregivers,
measured by the Dutch version of the Camberwell Assessment of Needs for the Elderly. The CANE consists of 24
domains of daily living and assesses if respondents have needs and, if so, whether these needs are met or unmet.
Three scores can be derived from the CANE, one for total needs, met needs and unmet needs.

For people with dementia, secondary outcome measures were: quality of life (Qol-AD) and neuropsychiatric
symptoms as measured by the Neuropsychiatric Inventory (NPI). For informal caregivers, secondary outcome
measures were feelings of competence as measured by the Short Sense of Competence Questionnaire (SSCQ),
quality of life (EQ5D+c) and the stress caused by neuropsychiatric symptoms in people with dementia (NPI).
Furthermore, the user-friendliness, usability and satisfaction with DEM-DISC were assessed with the USE
Questionnaire in both the informal carers and case managers, and some additional questions were emailed to
informal caregivers only. The USE questionnaire contains four components: “usefulness,” “ease of use,” “ease of
learning,” and “satisfaction.” Questions are scored on a five-point scale (range 1-5, lower scores indicate a more
positive outcome).

Not provided. This study was published in 2015.
The Netherlands
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¢ Did the trial address a clearly focused issue? Yes

o Was the assignment of patients to treatment randomised? Yes

¢ Were clinicians and investigators blinded? Unclear. Blinding is not mentioned.
¢ Were the groups similar at the start of the trial? Yes

¢ Aside from the experimental intervention, were the groups treated equally? Yes

o At the end of the trial, were all patients accounted for? No. 32% of the original participants were lost to follow-up
without explanation. In addition, of those who did participate in the intervention arm, there were 5 out of 41 who
did not log in to use DEM-DISC. Furthermore, only the primary outcomes were reported in evidence tables. Data
that was published as odds ratios so it is not easy to compare baseline values.

e Can the results be applied to the local population? Unclear. It is difficult to compare systems in the Netherlands
and the UK.

o Were all clinically relevant outcomes reported? No. The number of events in either group are not reported.
Therefore, only the relative difference is reported, not the absolute difference.

¢ Overall risk of bias: Very high

RCT

Inclusion criteria: People living with dementia who were age 65 years or older and receiving Medicare were
identified by querying health care organisation administrative databases for occurrence during the previous year of a
dementia diagnosis code at an outpatient visit or hospitalization or a cholinesterase inhibitor prescription.
Participants had to have an informal caregiver (age 218 years).

Exclusion criteria: None other

N= 290 people living with dementia and their carers.

n= 166 experimental intervention: care management system

54.2%=female; 45.8%=male; mean age (SD)= 80.10 years (6.5); mean dementia severity score (SD)= 5.7 (3.4)
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n= 124 comparator: usual care
55.9%=female; 44.1%=male; mean age (SD)= 80.11 years (6.8); mean dementia severity score (SD)= 6.3 (4.2)

A steering committee that included a physician from each health care organisation, a leader from each community
agency, a community caregiver, and investigators used a formal method to identify 23 existing dementia guideline
recommendations as care goals. They also designed a structured assessment, algorithms linking specific care
management actions to assessment results, and inter-organisation care coordination and referral protocols.

A key intervention element was health care organisation and community agency-based dementia care managers
(primarily social workers) who received formal training and used an Internet-based care management software
system for care planning and coordination. Every enrolled patient and caregiver dyad in the intervention group was
assigned 1 health care organisation care manager, who contacted them to schedule a structured home assessment.
Assessment responses were entered into the software system, generating a preliminary problem list and guides to
care-plan actions. The care manager collaborated with the caregiver to prioritise problem areas; teach problem-
solving skills; initiate care plan actions; and send an assessment summary, a problem list, and selected
recommendations to the patient’s primary care physician and other designated providers.

A menu of potential care plan actions (for example, referral for respite care services) was documented in a
comprehensive care management manual. The care management protocol included ongoing follow-up, usually by
telephone, with frequency based on need and a formal in-home reassessment every 6 months to assess the need
for major care-plan revisions. The software system had a feature to enable efficient tracking of multiple cases and
tasks.

Referrals to a particular community agency were guided by flagged problem areas. With patient and caregiver
consent, referrals were communicated through the software system to that agency, whose designated care
manager subsequently received system access to the assessment, problem list, and care plan. Each dyad could
have 1 or more community agency care managers. Care managers from the health care organisations and
community agencies received the same formal education and training program, which was conducted jointly, and
met monthly to refine care coordination procedures. Care management began within a month after enrolment of the
first dyads and was active throughout the study follow-up unless a case was closed, for example, because a patient
moved out of the study area and no longer was enrolled in the health care organisation.

At each intervention clinic, more than 90 minutes of standardized, interactive seminars (in up to 5 sessions) on
relevant care issues, including evaluation of acute behavioural changes, depression management, and
determination of decision-making capacity, were offered to primary care providers. Selected intervention tools and
documents with more detailed descriptions can be accessed at http://www.adc.ucla.edu/access/access.swf.
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Patients, caregivers, and providers in the usual care group were not offered study interventions.

The follow-up frequency by telephone was approximately monthly. In addition, there was a home visit and re-
assessment at 6 months.

Usual care

Patient health-related quality of life (assessed by using the Health Utilities Index Mark 3 [HUI3], a generic health
state classification system).

Caregiver ratings of the patient’s overall health care quality (by using a range of 0 to 10, anchored at “worst” and
“best” possible health care over the previous 6 or 12 months).

Caregiver confidence and mastery of caregiving.

Caregiver ratings of his or her health-related quality of life; caregiver social support; and unmet need for assistance
in behaviour problem management.

Caregiver health-related quality of life was measured by using the EuroQol-5D, a 5-item generic preference
measure, and changes in caregiver health and in social functioning attributable to caregiving demands over the
previous 6 or 12 months.

2003 to 2004
USA

¢ Did the trial address a clearly focused issue? Yes

o Was the assignment of patients to treatment randomised? Yes

e Were clinicians and investigators blinded? Unclear. Blinding was not mentioned.
o Were the groups similar at the start of the trial? Yes

o Aside from the experimental intervention, were the groups treated equally? Yes

o At the end of the trial, were all patients accounted for? Yes. By the end of the trial, some participants had either
withdrawn or not completed the survey. However this was only 53 of them (13% of those who started). This is
below the arbitrary 20% cut-off point.

e Can the results be applied to the local population? Unclear. It is difficult to compare systems in the US to those in
the UK.

o Were all clinically relevant outcomes reported? Yes
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Overall risk of bias: Low

RCT

Inclusion criteria: (1) caregivers were from a minority group and cared for a community—dwelling older person with
dementia from the same minority group; (2) caregivers were the primary caregiver in the family; (3) caregivers had
cared for the person with dementia for at least 1 year and had at least twice per week face-to-face contacts with the
care recipients to ensure the intervention intensity required in the study was met; (4) caregivers were aged 18 or
older; and (5) the care recipients had been diagnosed with dementia or had cognitive impairment determined by a
score <22 of the 30 using the Rowland Universal Dementia Assessment Scale (RUDAS).

Exclusion criteria: Caregivers were excluded from the trial if they themselves had cognitive impairment and/or a
terminal illness or were in the first year of their caregiving role as there are a number of dementia education
programs in Australia that target this period that may have affected the outcomes of the trial.

N= 61 carers of people living with dementia. They were from 10 minority groups.

n= 31 experimental intervention: personalised caregiver support

Baseline characteristics of the people living with dementia: 64.5% =female; 35.4% =male; mean age (interquartile
range)= 83.0 years (77.0-87.0); Rowland Universal Dementia Assessment Scale (RUDAS) (interquartile range)=

14.1 (0-21.0)

n= 30 comparator: usual care

Baseline characteristics of the people living with dementia: 56.6% =female; 43.3% =male; mean age (IQR)= 82.5
years (76.0-86.); RUDAS (IQR)= 12.9 (0-22.0)

Interventions used in this trial were mainly informed by a critique of current research evidence in case management
intervention in caregiver support. In addition, findings from previous studies by the research team and consultations
with the participating organisations about resources to support the trial were considered. Participating organisations
appointed 8 care coordinators to participate in the project and qualifications among them varied including a
registered nurse, a social worker, and 6 Community Home Care Certificate holders. These coordinators were
chosen based on their role working with people with dementia and experience with the caregiver population being
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studied. Each caregiver in the intervention group was assigned to a care coordinator who was currently managing
the person with dementia cared for by the caregiver, and 7 of the coordinators had cultural and linguistic
concordance with caregivers. The caseload for a care coordinator varied and ranged from 1 to 6 cases.

The care coordinators were trained to use the Personalised Caregiving Support Plan (PCSP) and a Caregiving
Diary. “The Inventory of Carer's Needs” in the PCSP covered the following 5 areas of caregiver support: information
needs, educational and skill needs, environmental safety needs, social—cultural care needs, and self-care needs
that reflect the current research evidence in dementia caregiver support. The PCSP was used by the care
coordinators when assessing caregivers’ needs, taking actions to address these needs, and evaluating the
outcomes of their actions. The care coordinators encouraged the caregivers to use the Caregiving Diary to record
challenges they faced in daily care practice in a language of choice. The Caregiving Diary was translated to the
language of choice and structured in a simple table for the caregiver to enter. The use of the Caregiving Diary
allowed care staff to identify care needs for care recipients and provide face-to-face coaching with caregivers and
evaluate the effectiveness of care staff’s actions.

The research team provided 3 standard training sessions with the care coordinators based on a consultation with
them, that is, (1) using the Personalized Caregiving Support Plan and Family Caregiver Diary to identify and meet
caregivers’ needs, (2) managing challenging behaviours, and (3) managing incontinence.

The care coordinators initially made a home visit to assess caregivers’ needs and establish the PCSP in
collaboration with care staff who had regular contact with the person with dementia and their caregivers. The care
coordinators made a monthly phone contact with caregivers to allow the caregivers to discuss the needs of care
recipients and the caregivers. They also made a quarterly home visit to reassess caregivers’ needs and modify the
PCSP. They referred caregivers to new services and education programs based on this needs assessment. When
necessary, they organised conferences with caregivers and care staff to discuss ongoing challenges that the
caregiver faced in order to identify the best solution to any problem identified.

Usual care. The usual caregiver support included activities such as monthly caregiver support group meetings and
information sessions that were funded by the National Respite for Carers Program (NRCP).

Measurements were taken at baseline and at 12 months.

Primary outcome was caregivers’ competence measured by the Sense of Competence Questionnaire (SSCQ). The
7-item SSCQ is a validated instrument and rated on a 5-point Likert scale with higher scores indicating the better
sense of competence. Health-related QoL that was measured using the validated Short Form Health Survey version
2 (SF-36v2). Components of SF-36 have been translated into 2 summary dimensions: physical component and
mental component. Higher scores of QoL measured by the SF-36 mean better QoL.

The dependence levels of care recipients were measured using the validated “Blessed Dementia Score” (ranging 0-
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27; Cronbach’s with higher scores meaning higher levels of dependence. Severity of behavioural problems and
caregiver distress were measured using the validated Neuropsychiatric Inventory with higher scores meaning higher
levels of severity of behavioural problems and caregiver distress. Satisfaction with care support was measured
using the validated Quality Of Care Through the Patients’ Eyes (QUOTE-elderly) questionnaire-specific part. Three
items were added to the QUOTE-elderly questionnaire to ask about satisfaction with the cultural and linguistic
appropriateness of the services provided. The 21-item satisfaction survey was rated on a 5-point Likert scale, with
higher scores indicating higher levels of satisfaction with services received. The usage of respite care, aged care
services, and dementia services was measures on a 4-point Likert scale, with higher scores indicating the higher
usage rates of these services. Content analysis of the PCSP and Caregiver Diary, and intervention fidelity were also
analysed. Demographic information about the caregivers and care recipients were collected prior to the trial only.

Not provided. This study was published in 2016.
Australia

¢ Did the trial address a clearly focused issue? Yes

¢ Was the assignment of patients to treatment randomised? Unclear. A “simple random sampling” method was
used. However, the method was not specified.

e Were clinicians and investigators blinded? No

o Were the groups similar at the start of the trial? Unclear. 93.5% of the caregivers in the intervention group were
born overseas vs 66.7% in the usual care group. In the intervention group, 96.8% of caregivers spoke a language
at home that was not English vs 76.7% in the usual care group.

¢ Aside from the experimental intervention, were the groups treated equally? Yes

o At the end of the trial, were all patients accounted for? Yes

e Can the results be applied to the local population? Unclear. The minority groups in this Australian study were:
Cambodian, Chinese, Croatian, Dutch, Greek, Hungary, Italian, Macedonian, Ukraine, and Viethamese. By
contrast, the main minority groups in the UK are different. In descending order of size, the minority groups in the
UK are: Black or Black British, Indian, Mixed or Multiple, Pakistani, Other Asian, Other ethnic group, Chinese,
Bangladeshi, and Gypsy Traveller/Irish Traveller.

o Were all clinically relevant outcomes reported? Yes

Overall risk of bias: High
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E.3.2 Post diagnosis review for people living with dementia
o How should people living with dementia be reviewed post diagnosis?

Study type Randomised control trial

Aim To evaluate the effects of integrating a managed health care system with Alzheimer’s Association consultation services
Patient N=157 family caregiver/ patient records

characteristics Other data not reported

Inclusion/ exclusion Inclusion:

criteria ¢ Patients aged 55 years or older with either a specific diagnosis of dementia or indications of memory loss

¢ Residing outside of a nursing home
e Live in Cleveland Alzheimer’s Association service area
Exclusion: Not reported

Intervention o Care reviews and consultations comprising use of managed health services in partnership with use of Alzheimer’s associations
services

Comparison e Usual managed care services only

Length of follow up 12 months

Location USA

Outcomes measures  Service utilisation
¢ No of Emergency department visits
e Hospital admissions
¢ Physician visits
o Case management visit
¢ Use of direct care community services
Use of non-Association support services

Authors conclusion Some but not all service utilisation outcomes showed support for the primary hypotheses
Source of funding Not reported
Risk of bias ¢ Did the trial address a clearly focused issue? Yes. Clearly reported hypotheses
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o Was the assignment of patients to treatments randomised? Unclear —states randomisation but method not reported
o Were patients, health workers and study personnel blinded? Yes

o Were the groups similar at the start of the trial? Unclear: Minimal baseline data provided

¢ Aside from the experimental intervention, were the groups treated equally? Yes

o Were all of the patients who entered the trial properly accounted for at its conclusion? Yes

¢ How large was the treatment effect? Cls. reported

e How precise was the treatment effect? P values reported

e Can the results be applied to the local population? Yes

o Were all clinically important outcomes considered? Yes

Overall risk of bias: Low

Study type
Aim

Patient
characteristics

Inclusion/ exclusion
criteria

Randomised controlled trial

To evaluate the effectiveness of multidisciplinary case conferences for people living in high residential aged care facilities with
medication problems and difficult behaviours (pain and dementia related)

Within facility (people with problem behaviours and medication problems)

o Intervention: N= 50 (mean age = 84 years; 44% male; 67% diagnosed with dementia)

e Control N=50 (mean age = 85 years; 34% male; 63% diagnosed with dementia)

Broader control (to observe carry-over effect for people in aged care facility without behavioural or medication issues)
N= 54 (mean age = 84 years; 43% male; 72% diagnosed with dementia

Inclusion:

¢ Residents from 10 nursing homes who required daily nursing care and were no longer independent

¢ Residents had to have difficult behaviour or be prescribed more than 5 medications

Other residents were also recruited from these nursing homes as a wider control to observe any carry over effect on residents who
were not discussed in the case conferences

Exclusion:
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¢ Not reported

Intervention ¢ Received multidisciplinary case conferences conducted in the nursing home 6-12 weeks apart (involving a GP, geriatrician,
pharmacist, residential care staff member, representative of Alzheimer’s Association)

e Expanded on case notes
¢ Alzheimer’'s Association representative discussed non pharmacological management of dementia related behaviour

Comparison ¢ Did not receive case conferences
Length of follow up 3 months
Location Australia

Outcomes measures e Medication Appropriateness Index (MAI)
e Behaviour (Nursing Home Behaviour Problem Scale)

Authors conclusion Significant change in MAI between groups at follow up showing reduced medication use in case-conference group, but no significant
change in NHBPS

Source of funding Funded by Quality Use of Medicines Evaluation Program ; Health and Aged Care GP National Innovation Funding Pool; Health and
Aged Care
Risk of bias e Did the trial address a clearly focused issue? Yes.

o Was the assignment of patients to treatments randomised? Yes- randomisation at centre, not individual level (computer generated
numbers)

o Were patients, health workers and study personnel blinded? Unclear- not reported if study personnel were blind. GPs unblinded.
Participants in each facility also nominated for wider controls (to observe carry over effect)

o Were the groups similar at the start of the trial? Yes
¢ Aside from the experimental intervention, were the groups treated equally? Yes

o Were all of the patients who entered the trial properly accounted for at its conclusion? Yes- follow up at 6 and 12 months. Large loss
at 12 months

e How large was the treatment effect? Cls. reported

e How precise was the treatment effect? Only Cis reported

o Can the results be applied to the local population? Yes- proportion dementia
e Were all clinically important outcomes considered? Yes

Overall risk of bias: Moderate
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Study type Randomised controlled trial
Aim To assess the effectiveness of an already existing dementia network
Patient N= 235
characteristics Network care n= 118 (mean age 78 years; 37% male)
Care as usual n=117 (mean age 79 years; 29% male)
Inclusion/ exclusion Inclusion:
criteria e Aged 55 years or older

e Living in study area

o Positive screening in DemTect score <9

¢ No hint of severe depression (GDS<11)
Exclusion

¢ People living in residential care

¢ Not able to participate due to sensory impairment
¢ Limited command of German

Intervention ¢ An integrative network of dementia care across medical disciplines (GPs, medical specialists, social workers, hospitals, other
inpatient/outpatient settings)
Comparison Usual care

Length of follow up 6-12 months
Location Germany
Outcomes measures e Cognition (MMSE)
e Functional (NAA; IADL)
e Quality of life (EQ5D; QOL-AD)

Authors conclusion There were no group differences on quality of life or treatment by time effects and no significant difference for caregiver quality of life
Source of funding Federal Ministry of Health, Germany
Risk of bias ¢ Did the trial address a clearly focused issue? Yes.

¢ Was the assignment of patients to treatments randomised? No- open assignment to intervention arms, by treating physician
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o Were patients, health workers and study personnel blinded? No- personnel and healthcare staff were all members of the network.
o Were the groups similar at the start of the trial? Yes

¢ Aside from the experimental intervention, were the groups treated equally? Yes

o Were all of the patients who entered the trial properly accounted for at its conclusion? Yes

¢ How large was the treatment effect? SDs reported

e How precise was the treatment effect? P values reported, imputations

e Can the results be applied to the local population? Yes

o Were all clinically important outcomes considered? Yes

Overall risk of bias: High

Study type
Aim

Patient
characteristics

Inclusion/ exclusion
criteria

Intervention

Randomised controlled trial

To determine the effectiveness of post-diagnosis treatment and care by memory clinics compared to care provided by GPs for people
living with dementia

Memory clinic n= 87 (62% female; mean age 78 years MMSE 22.7)

GP Group n= 88 (59% female; mean age 78 years; MMSE 22.7)

Inclusion:

o Newly diagnosed as having dementia (CDR 0.5, 1 or 2)

¢ Had an informal carer

Exclusion:

¢ Living in a nursing home

o Life expectancy of less than 1 year

* Need specific memory clinic care

o Usual review, monitoring and care by memory clinic based on specialist Dutch guideline of Dutch Institute of Healthcare
Improvement

e Prescribing and guidance of anti-dementia drugs
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¢ Provide non drug interventions (Occupational therapy; day structure; referral to nurse specialist, day or home care)
Comparison e Usual review, monitoring and care provided by GPs
¢ Post diagnosis treatment and care based on Dutch GP and homecare general guidelines
e GP received a discharge letter with advice about treatment after diagnostic investigation from memory clinic
e Use of cholinesterase inhibitors was not recommended by GP guideline although some GPs did prescribe
¢ Non drug interventions were available through GP clinic
Length of follow up 12 months
Location Netherlands
Outcomes measures o Quality of life (QOI-AD)
e Depression (GDS)
¢ Functional (Interview for deterioration in daily living in dementia)

Authors conclusion No evidence was found of a difference in effectiveness for care for people with dementia provided by a memory clinic or by GPs
Source of funding ZonMw (Netherlands Organisation for Health Research and Development)
Risk of bias e Did the trial address a clearly focused issue? Yes.

¢ Was the assignment of patients to treatments randomised? Unclear web based randomisation reported but methods used to allocate
participants not reported in detail

o Were patients, health workers and study personnel blinded? Unclear- only states that research assistants were blinded, blinding of
other health staff/ study members not reported.

o Were the groups similar at the start of the trial? Yes

¢ Aside from the experimental intervention, were the groups treated equally? Yes

o Were all of the patients who entered the trial properly accounted for at its conclusion? Yes
e How large was the treatment effect? Cls reported

e How precise was the treatment effect? MIDs ; ANCOVA reported

e Can the results be applied to the local population? Yes

e Were all clinically important outcomes considered? Yes

Overall risk of bias: Moderate
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Study type Randomised controlled trial

Aim To test the effectiveness of a specific care plan compared to usual care provided in memory clinics on decreasing the rate of functional
decline in people living with Alzheimer’s disease residing in the community

Patient Specialised care in memory clinics n=574 (mean age 80 years 67% female)

characteristics Usual care in memory clinic n=557 (mean age = 80 years; 71% female)

Inclusion/ exclusion Inclusion:

criteria o Consecutive patients meeting NINCDS/ADRDA criteria for probable or possible Alzheimer's disease

¢ MMSE score 12-26
e Living in community
o Not participating in any other research programmes
e Have a caregiver
Exclusion:
o Not reported
Intervention e Standard evaluations in memory clinics every 6 months based on a standardised management protocol

¢ Assessments comprised cognitive and non-cognitive assessment, functional dependency, progression of cognitive decline, drugs
review, nutritional status, gait and walking capacity, behavioural symptoms, caregivers psychological and physical health, legal
safety of patient

o Specific multidisciplinary care plan developed by neurologists, geriatricians, psychiatrists and general practitioners

Comparison e Usual care in memory clinics based on diagnosis with no systematic follow-up or evaluation unless specifically requested by patient
Length of follow up 12 and 24 months
Location France

Outcomes measures e Functional decline (ADCS-ADL)
e Mean time to admission
¢ Risk of admission to residential care
¢ Risk of mortality
e Reason for admission (worsening medical conditions)
e Reason for admission (caregiver related reasons)
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Authors conclusion At 2 years there was no difference in rate of functional decline or the annual rate of change in cognitive decline between groups. A
specific care plan in memory clinics had no additional positive effect on functional decline

Source of funding Grant from French Ministry of Health

Risk of bias ¢ Did the trial address a clearly focused issue? Yes.

¢ Was the assignment of patients to treatments randomised? Yes- at cluster level;

o Were patients, health workers and study personnel blinded? Yes- allocation concealment until treatment commence but open trial —
design inappropriate for blinding

¢ Were the groups similar at the start of the trial? Yes

¢ Aside from the experimental intervention, were the groups treated equally? Yes

o Were all of the patients who entered the trial properly accounted for at its conclusion? Yes- large 