Research Article

British Journal of Medical Practitioners, 2019, Volume 12 Number 1

BJMP 2019;12(1):a008

Benefits of attending a ‘Dementia First Aid’ course for family caregivers of people with

early dementia: findings of a pilot evaluation
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Abstract

Objective: Pilot evaluation of the impact of a ‘Dementia First Aid’ (DFA) training course on the knowledge and attitude of family
caregivers of people with early dementia.

Methods: The participants in the study were primary family caregivers of people with dementia residing in northwest Hertfordshire. The
4-hour ‘Dementia First Aid’ course was delivered by NHS professionals. The training was organised once every second month from
November 2015 till March 2017. The course provided overview of dementia and its impact on the person and their families, mindfulness
based stress reduction, and the dementia first aid action plan for crises. The participants were asked to complete the Alzheimer’s disease
Knowledge Scale (ADKS) before and after the completion of the course & complete carer burden scale (Zarit Burden Scale). Participants
were asked to complete the scales after six months.

Results: The study sample comprised 65 people who had completed the DFA course. All completed pre- and post-training measures
(ADK and Zarit burden scale), and a further 34 provided follow-up data approximately 6 months later. The scores were compared using a
correlated group t-test. ADK scores improved significantly immediately after attending the course (p < 0.0001). For the subgroup that
completed data at 6 months, the improvement in scores was sustained.

Conclusions: This ‘Dementia First Aid’ course appears to be effective in improving family caregiver’s knowledge of dementia and this
knowledge was sustained at 6 months follow up.
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Introduction life expectancy and quality of life ®. It is therefore important to

. N . . educate carers of family members with dementia to improve
A family carer or caregiver is someone who gives a substantial

. . their knowledge of, and attitude towards people with dementia.
amount of unpaid care and support regularly to a relative,

partner or friend. Currendy, there are over 850,000 people Poor knowledge about dementia has been found to result in the

. . L. . . underutilisation of support and treatment services, and in
living with dementia in the UK, of which two thirds are looked PP >

after in the community by primary carers, and the demands on poorer outcomes of people with dementia and their caregivers

T . . . such as inadequate care of the disease, misinterpretation of
individuals and families are set to increase!. Without the work qd ’ P

. . . behaviours and increased caregiver stress due to failure to seek
of unpaid family carers, the formal care system would be likely

to collapse. appropriate support?.

Many people in the UK still do not feel comfortable talking Currently there is too much reliance on people with dementia

. . . . . and carers seeking out information for themselves. The result is
about dementia, especially with their own families. A recent

survey of more than 2,100 carers, of which 17% of respondents that people do not receive the information they need because

. . they do not know what to ask for. Despite the existence of
cared for a person with dementia, found that 75% of carers Y P

. information for carers, people report that their information
were not prepared for all aspects of caring. Nor were they

. . . . . needs are not met. Information is provided too late or not at all.
prepared for the emotional impact, lifestyle or relationship

changes of their caring role®. Failure to prepare and support A key problem is that people have to ask for information, rather

carers in their role not only affects their own personal health than it being provided proactively.

and wellbeing, but can also lead to the early and potentially It has been found that education and training programme

avoidable admission of people with dementia into formal care. covering the information’, or an individual training

6

programme®, improve attitudes towards caring for people with

As dementia progresses, family members often provide care

. . 5
under high level of stress for longer periods of time. The effects dementia as well a5 general knowledge of ~dementia’.

. . . . . Psychosocial interventions have also been demonstrated to
of being a family caregiver, though sometimes positive, are

generally negative on their psychological and physical health, reduce caregiver burden and depression, and delay care home

admission®. A systematic review’ of 44 randomised controlled
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trials has found statistically significant evidence that group-
based supportive interventions impact positively on caregivers

of people with dementia.

Coon et al (2003)" found that psychoeducational skill training,
in small groups, improved both the affective states and the type
of coping strategies used by caregivers. On the other hand, an
information-orientated programme failed to improve caregiver’s
mood"!, and a befriending scheme was not effective in
improving carer’s wellbeing'?.  Similarly, a randomised
controlled trial did not show preventive effects of family
meetings on the mental health of family caregivers'.
Livingstone et al (2013)%, on the other hand, have found
encouraging results of a manual based coping strategy

programme in their London study.

A suitable training programme is therefore required for building
caregivers’ knowledge and skills. We have developed a Dementia
First Aid (DFA) course for the family carers of people with early
dementia. This is a problem solving, stress reducing, and crisis
preventive training programme. The DFA course was inspired
by the principles of Mental Health First Aid programme'?,
developed in Australia in 2001 and introduced to England in

2007 by the National Institute for Mental Health in England.
Dementia First Aid Course
Description of the course

Dementia First Aid course is delivered over 4 hour in a group
setting. Each participant received a course manual prepared by
the author AJ. The content covered an overview of dementia,
impact of dementia on the individual, impact of caring on
families, mindfulness-based stress reduction training, and a
detailed discussion of Dementia First Aid Action Plan for crises
associated with behavioural and psychological symptoms of
dementia (BPSD).

In November-December 2013, a group of 8 health care
professionals, working within the specialist mental health
services for older people in Hertfordshire, were offered the 12-
hour advanced Dementia First Aid course, followed by an
additional 12-hour practice training of presenting the course to
a group of family carers of people with recently diagnosed

dementia.
Evolution of DFA course

The original 12-hour Dementia First Aid course was delivered
over three half days. Although the course was well received by
both carers and trainers, the dropout rate was high. This was
mainly due to the carers struggling to make alternative
arrangement to look after the person with dementia while they
were away. The course was therefore changed to 8 hours and
then reduced to 4 hours based on feedback received by the

carers.

The main aim of this pilot evaluation was to investigate the

potential benefits of a Dementia First Aid course in terms of the
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knowledge and attitude of family carers of people with newly

diagnosed dementia.
Methods

The participants were the primary family caregivers of people
with dementia residing in northwest Hertfordshire. The DFA
course was organised once every two month from November
2015 till March 2017.

An invitation letter, along with details of the pilot assessment,
was sent to all those carers of people whose dementia was
diagnosed recently in memory clinic and all participants were

given at least 4 weeks’ notice prior to the course.

Selection criteria included: being aged 18 or above, the primary
carer of a person with newly diagnosed dementia (i.e. currently
providing at least 20 hours of direct care per week) & residing
in Hertfordshire.

The training was delivered by a pair of qualified DFA
instructors, who were mental health professionals experienced
in dementia care in the NHS. The training was conducted
using a power point presentation, group work, and audio-visual

clips based on a specially designed DFA manual.
Evaluation questionnaire

The participants were asked to complete a questionnaire on
their own at the beginning of the programme. Oral consent
from participants were obtained prior to filling out the
questionnaire, the participants were made aware that
participation in the pilot assessment was voluntary and would

not pose any barrier for them to join the programme.

Participants were given Alzheimer’s disease Knowledge Scale®, a
questionnaire comprising of 30 questions before and after the
training. They were also asked to complete the Zarit Burden

Scale a 12 item self-reported scale! to measure carer burden.

After 6 months the participants were contacted to complete
ADKS and Zarit Burden Scale. ADKS is therefore completed
thrice and Zarit Burden Scale is completed twice during the

study.
Statistical analysis

The data collected were analysed in two ways. First, ADKS data
collected at pre-test were compared to post-test scores to
examine change in participants’ knowledge. The participants’
knowledge at the end of 6 months was also compared to pre
and post-test scores. Similarly Zarit Burden Scores at the time
of initial assessment were compared to scores 6 month post
training. To evaluate the effect of the training, answers to the
structured questions given at pre- and post-test and scores at 6

months were compared using a correlated group #test.
Results

The study sample comprised 65 people who had completed the
DFA course. All completed ADKS pre- and post-training and



completed Zarit Burden Scale, and a further 34 provided

follow-up data approximately 6 months later.
Sample characteristics:

Mean (+SD) age = 66.9 (+ 13.8) years (range 31-90).23

attendees were male, 42 were female
ADK scores

Looking first at all 65 attendees:

ADK scores for whole sample

Pre-course Post-course
Mean 16.7 21.2
SD 5.7 4.5
Min 0 10
Max 26 29

ADK scores improved significantly immediately after attending
the course (p < 0.0001).

Score improvement was not predicted by gender (p > 0.3), and
the correlation between score improvement and age was not
significant (R = 0.023). We did not examine age and gender
further.

Analysis of sample of 34 who provided long-term follow up
data:

ADK scores for sub-sample

Pre-course Post-course 6+ Month
Mean 17.2 22.0 21.0
SD 4.9 4.5 4.8
Min 1 11 7
Max 24 29 29

For the smaller sample, ADK scores improved significantly
immediately after attending the course (p < 0.0001), and this
was sustained at the longer-term follow up (p < 0.0001).
Although the mean ADK score dropped by a point at 6+
months, this was still a significant improvement over the pre-

course (baseline) score.

Comparing post-course ADK score with 6+ month follow-up
ADK score, no significant difference was observed (¢[33] =
1.48, p = 0.15), suggesting that knowledge was not lost to a

significant degree.
Zarit Burden Scale Scores

The response rate Zarit Burden scores was not good as only 19
of the sample completed this at 6 month follow up. The score
for this cohort increased by 3.58 points, which was borderline
significant and is expected as dementia is a progressively

declining condition.
Discussion

This is the first report on the level of dementia knowledge
among family caregivers in the UK before and immediately
after the implementation of a novel post-diagnostic dementia
training programme, the Dementia First Aid Course and

whether the knowledge sustains after 6 month.
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The mean pre-course score on the ADKS in the sub-sample that
completed test at 6 months was significantly lower at 17.2 than
22.7 reported by Smyth et al. (2013)”. It was expected that the
level of dementia knowledge would improve after attending the
course and the findings largely fulfilled this expectation. There
was a significant difference between the pre and post training
score with p value < 0.0001. Further there is evidence that the

knowledge sustained after 6 months of the training.

The intervention studied in a recent British trial®is an
individual therapy programme, consisting of psychoeducation
about dementia, carer’s stress, behaviour management, and
relaxation techniques. The effectiveness of the programme on
carer’s depression and abusive behaviour was significant. To
provide individual training for a huge number of families may
not be possible in the NHS. Therefore, a group based training

approach employed in our study may well be more sustainable.

The carer’s burden of care as measured by Zarit burden scale at
the time of training and 6 months later showed only a modest
increase of 3.58 points. However, it was apparent that training
could not affect the relentless progression of dementia, most of

which were of the Alzheimer’s type.
Limitations

Being a pilot evaluation, the sample size of this study was small.
This pilot assessment may be limited by the fact that
participants were not randomly selected. Since the current
evaluation was conducted in only one part of the County, the
sample may not reflect a wider community. The knowledge
gained during the course was sustained at the end of 6 months.
However training did not reduce carer burden nor it was clear
whether the new knowledge and skills will be effective in
preventing crises. Brodaty et al (1989)" reported reduced
psychological morbidity of the carer following dementia carers’
programme but cautioned against delay in institutionalisation

of patient at the expense of the morbidity of the carer.

Finally, the present pilot evaluation was uncontrolled and non-
randomised, so we do not know to what extent any impact is
due to the dementia first aid training, passage of time or
experience of caring. A randomised controlled study with
follow-up measurements on caregivers' knowledge, sense of
burden, psychological health and wellbeing, would be the ideal

next step.

Key points

e  Most people with dementia live at home and are cared for
by their spouses, children or other family members, but
these carers are not usually offered adequate information
and training about dementia and the impact of caring at
the time of diagnosis.

e This paper describes the effectiveness of a short (4-hour)
version of a novel training programme, the ‘Dementia
First Aid’ course, for family caregivers of people with early
dementia.br> The Dementia First Aid course includes

overview of dementia including Alzheimer’s disease,




impact of dementia on the person and their family
caregivers, principles and practice of ‘mindfulness’ to
enhance coping ability, and first action plan for common
behavioural and psychological symptoms of dementia.

. ‘Dementia First Aid’ course, appears to enhance caregivers’

knowledge of dementia.

Conclusions

The significance of these results can be placed in the wider
context of proactive dementia training for family caregivers at
the time of diagnosis. The results are important in
demonstrating that having dementia training is associated with

improved knowledge.

This study adds to the existing literature and has implications
for both care and policy regarding community care of people
with dementia, and emphasises the importance of dementia

training as a routine component of post-diagnostic support.

Although knowledge alone does not necessarily translate into
change in care, nor does high quality of care solely depend on
broad education about dementia’, our results suggest that the
dementia first aid course is effective in changing the knowledge
and attitude of dementia caregivers. Hopefully, this will also
enhance their ability and skills of caring, which may in turn
reduce caregivers’ sense of burden and wellbeing. A randomised
controlled study with follow-up measurements is required to

support these claims.
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