
Supplementary file 4 

Evidence for theory area 1: To support staff awareness and learning 

Paper Example Evidence Key Points and emerging CMOs 

Baillie 
(2015) [47] 

“I think the Barbara’s Story made me more aware of them so I go to help them where 

perhaps I may not necessarily have noticed them before. (Therapists1)” (p26) 

 

“After seeing the video it makes those kinds of patients easier to speak with and it also 

reassures you, so for example in the video it talks about not taking them out of their 

own reality, and I think that just reassures people that you can distract them and not 

‘lie’ to them and that’s okay, and I think that’s reassuring to people that don’t know that 

much about dementia.” (p46) 

 
 “Staff remembered Barbara being ‘lost’, ‘confused’, ‘vulnerable’, ‘scared’ and ‘worried’. 

They engaged with her as a person who could be a family member… Some staff 

specifically related Barbara’s Story to a family member, which personalised the film’s 

story… There was also acknowledgement that any of us could find ourselves in a similar 

situation.” (p24) 

 
“Barbara’s Story enabled staff to see her healthcare experience from her perspective 

and the behaviour shown in the film prompted staff to reflect on their own behaviour 

and that of colleagues.” (p23) 

 

“In most focus groups, staff discussed how their own interactions with patients and 
behaviour had changed since watching Barbara’s Story, and they often referred to 
changes they had observed in other staff too. Areas discussed included: giving more 
time to patients, improved communication, giving more information, and assisting 
patients who are looking lost.” (p25) 
 

Raising awareness to recognise signs and symptoms of 
dementia 
 
 
Training to improve confidence in working with 
people living with dementia 
 
Reassurance from examples in training of how to work 
well with people living with dementia 
 
Training that developed empathy helped staff relate 
to people living with dementia as family members 
 
 
 
 
 
Shown experience from patient’s viewpoint to 
understand how need to adapt care practices 
 
 
Changes staff implemented after training; time for 
patients, better communication, information, 
recognising and acting upon distress and confusion. 
 
 
 
 



Some participants considered that Barbara’s Story had raised the profile of initiatives 

and other work that was already in place for people with dementia, further reinforcing 

and helping developments to embed in the Trust, such as dementia study days and 

dementia champions and use of the forget-me-not.” (p29) 

 

“Staff related how they listened to patients with a history of dementia, taking their 

physical symptoms more seriously, rather than attributing them to their dementia: ‘we 

will now investigate it a little bit more [...] any physical symptoms we will take seriously’ 

[rather than attributing it to their dementia or mental health condition (Nurse10). 

Similarly, in relation to behaviour, another nurse said: 

I think it’s really important for staff to remember not to play a part in that stigma and 

not to make excuses if they’re upset or aggressive, not to put it down to their condition, 

sometimes they are just genuinely wanting something or upset. (Nurses8)” (p51) 

 

“Those who had used This is me were great advocates for the tool and the difference it 

made in practice: 

I saw it once in practice and I thought to myself, this is the best thing that anyone has 

ever done because it just made the care you gave so personalised and I remember the 

patient and it said in the notes, loves Coronation Street and EastEnders. So at 7.30pm 

I’d go and put on Coronation Street, just because I knew about it. (Nurses4)  

… It’s nice to know a bit more about them, what they like and don’t like, even if it’s just 

down to how they like their tea or they don’t like tea. (Nurses6)” p53 

 

In one focus group, an example of the benefits of This is me was explained: 

She [patient with dementia] was in for less than three days, got home, she wasn’t a 

delayed discharge but my point had been if This Is me hadn’t been filled in and she 

was distressed and constantly calling, they’d have given her [medication], shut her 

up, then she’d have been over-sedated, she wouldn't have been eating and drinking, 

her delirium would have been worse. (Nurses4) 

Training supporting and promoting the use of other 
resources. 
 
 
 
 
Staff reported changes to practices following training. 
Understanding behaviours as communication of other 
needs rather than symptoms of dementia. 
 
 
 
 
 
 
 
Use of biographical tool to understand the 
preferences and routines of the patient. 
 
 
 
 
 
 
 
 
How not knowing about the patient leads to 
distressed behaviours that might have adverse results 
such as inappropriate medication, poor nutrition and 
hydration, and increased severity of delirium. 



Banks 
(2014) [39] 

“[this is me] By having this document we have reduced the amount of medication the 

patient receives in hospital. Staff are much more likely to look into why the patient is 

behaving this way rather than get them prescribed medication. This in turn has reduced 

the number of falls during the day, therefore reducing the number of fractures and 

increased stays in hospital. P727 

 

The first change we made was to stop separating the patient with dementia from the 

relative during the admission process. ... I think the relatives feel more valued as a carer 

and the importance of their role in looking after their relative with dementia is 

recognised. The patients are also much more relaxed to have familiar faces around so 

the admission process has become much smoother for everyone including the staff 

p727  

 

I have tried to take back to the ward with me topics that I have learned and shared with 
other members of staff. This has been an eye opener as some staff are not keen to 
accept change and question everything that I have tried to do and don’t seem to see the 
need for change. P728 

Resources that support knowledge of the patient 
reduce adverse events such as inappropriate 
medication, falls, and increased length of stay. 
Resources that support knowledge of the patient 
encourage staff to understand behaviour as a form of 
communication. 
 
Changing processes and procedures that understand 
the needs of people living with dementia to reduce 
patient distress and improve carer satisfaction. 
 
 
 
 
 
Difficulty in getting staff to change practices if they do 
not recognise the need to change practices. 

Brooker 
(2014) [49] 

“[Dementia awareness training] It has made a big difference to how staff respond to the 

behaviour of patients with dementia, as it has increased understanding and awareness. 

For example, there is now a greater focus on occupying patients with activities to 

reduce behaviour that challenges, and staff are now seen to be walking around with 

patients with dementia who are wandering when previously they would have told them 

to sit back down.” P48 

 

Dementia awareness training improves staff 
understanding of how to better support people living 
with dementia.  Understand the need for providing 
activities to reduce onset of behaviours that challenge 
and adapting way of working. 

Dowding 
(2016) [42] 

Participants discussed how pain may be intermittent and fluctuate, often only being 

present when patients are engaged in certain activities. ‘‘often the doctors will go round 

and they’ll ask the patient in their bed or in their chair, ‘‘Oh, are you alright? Any pain 

anywhere?’’, ‘‘No, I’m fine’’. As soon as we [physiotherapists] come, get them up on it, 

‘‘Oh, oh, that really hurts’’.[H1, physiotherapist] p156  

Need to understand people living with dementia have 
difficulty communicating their needs (e.g. pain relief) 
and will have problems recalling and describing 
experiences of pain. 
 
 



 
As with other patients, one of the challenges faced by clinicians is the initial recognition 

of whether or not a patient may be in pain at all; for a variety of reasons patients 

(including those with cognitive impairment) may not be able to verbally express they 

have pain, and clinicians often find it challenging to interpret behavioural signals which 

may be ‘atypical’ in nature. p157 

 
One of the key factors in assessing and managing pain is the ability to build a ‘picture’ or 

narrative of the patient case; which is used as the basis for the interpretation of cues, to 

try and ‘make sense’ of a situation. Participants highlighted the importance of building 

patterns of information cues and patient behaviour, to help inform their decision 

making. This narrative occurred over time (an issue which arose in other themes from 

the data), trying to link different events over the trajectory of a patient stay, to help test 

‘guesses’ and form the basis of trial and error approaches to management. P157 

 
From the observations it appeared that pain recognition, assessment and management 

was carried out over time, by many individuals. Rather than being under the control of 

one specific nurse or other health care professional, it could be characterized more as a 

process of distributed work, which is time dependent. This is reflected in the comments 

in interviews, which highlight how there is a division of labour in the hospital ward; 

there numerous people with different professional roles who are all involved in the care 

of each patient, each with specific duties, responsibilities and powers. In turn, these 

roles often governed which part of the pain recognition, assessment and management 

process they participated in, and how they communicated their findings. p158 

 

 
Challenges for staff to understand patient needs. 
 
 
 
 
 
 
Getting to know the needs of the patient through time 
and continuity in their care. 
 
 
 
 
 
 
 
Context of ward where responsibilities for the 
patient’s needs are across a number of staff; those 
who recognise the need may not be able to directly 
address the need.  Importance of communication with 
colleagues. 

Duffin 
(2013) [53] 

‘Some people have been moved to tears by the DVDs,’(outcome) says Ms Karasu. ‘The 
films resonate with them. Sometimes you see a look on their face and you can tell they 
are thinking: “I never thought of that.” (reasoning) P16 
 

Emotional engagement with training and realisation of 
the patient’s experiences of care. 
 
 
 



In one training session nurses, doctors and other staff wear specially designed goggles 

that restrict their vision, and put on a jacket which has small splints inserted in the arms 

to restrict movement of their upper body. This is to help staff understand the physical 

constraints faced by some older people. Darlene Romero, a matron across the trust’s 

three older people’s wards, who delivers the training, says: ‘It’s a real eye opener, and 

makes you realise how difficult it can be to go to the toilet. P16 

 
A laminated symbol of a forget-me-not is placed above the beds of all patients with 

dementia, and a similar motif is put on their casenotes, so that any health worker who 

comes into contact with them is aware of their condition. Ms Wood says: ‘It shows our 

team that they need to adapt because the person with them has a cognitive 

impairment. If someone goes to have an X-ray, for example, the team would see the 

forget-me-not symbol and they would know that this person may not just jump up onto 

the couch and be ready.  They will need to provide more explanation and 

perhaps to stay a bit calmer than they would with other patients to show extra 

sensitivity. P17 

 

Experiential learning triggering realisation of patient 
needs. 
 
 
 
 
 
 
Identifying a patient has dementia, staff recognising 
they need to adapt care to be appropriate to the 
needs of the patient. 

Edvardsson 
(2012) [50] 

The subtle initial expression of emerging needs were not picked up by staff as they were 

absent and the expression of unmet needs could escalate to become behavioural 

alterations as the need remained unsatisfied. When staff finally came about, they were 

observed to interpret the behaviour as ‘disruptive’ or ‘disturbing’ as they lacked the 

initial interpretative cues that could explain the behaviour. As a consequence, care 

became very much reactive, as staff had to come up with acute solutions to full-blown 

situations for which they lacked the insight and an interpretative framework. P6 

Care becomes reactive when behaviour is 
misinterpreted.  Underlying causes not investigated. 

Ellison 
(2014) [40] 

Colleagues reported improved skills, knowledge and understanding as well as improved 

confidence in caring for people with dementia as a result of the training and working 

alongside a Champion. Colleagues also reported changes in their practice as a result of 

training, for example: 

spending more time with people with dementia on a one to one basis to provide more 

Training supported by a Champion to improve 
knowledge and understanding of dementia and 
confidence to work well with people living with 
dementia.  Staff reported changes to care practices. 
 
 



individualised care; more effective communication as a result of a better understanding 
of the needs of people with dementia; involving carers more proactively; understanding 
the importance of personal care plans and documentation; being more aware of the 
impact of the environment on people with dementia; being more proactive in providing 
additional assistance to people with dementia; being prepared to challenge bed moves 
involving people with dementia when there was no clinical need; increased awareness 
of signs of stress and distress and seeking to identify the cause rather than resort to use 
of sedatives. p51 
 
The primary actions undertaken in this respect have been the implementation of 

person-centred care planning through use of the ‘This is Me’ document initially, and 

subsequent development and implementation of ‘Getting to Know Me’. Many DCs have 

played a key role in implementing and trying to embed these documents through 

introducing it to their team and training staff in its application. … Use of GTKM allows 

staff to find out more about the patient and their preferences and is generally 

considered a useful tool in supporting improved person-centred care for people with 

dementia. Comments from Champions and their colleagues working in acute settings 

suggest that use of person-centred plans like this represents a departure from the norm 

for them in terms of the information they are used to collecting and the conversations 

they are used to having with patients. Examples were cited where staff have used GTKM 

more effectively minimise stress and distress, reporting how the information they 

gained about the patient through the assessment had supported them to recognise and 

respond more effectively to distressed behaviour. p53 

 
 
In interviews DCs frequently cited the role they have played in influencing the behaviour 

of colleagues, for example by challenging inappropriate use of language when speaking 

to or speaking about people with dementia. p54 

 

 
 
 
Staff seeking to address underlying need of people 
living with dementia rather than treating behaviour 
with medication. 
 
 
 
Use of biographical tools to support person centred 
care practices that reduce distress. 
Role of champions in supporting implementation of 
tool. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Champions role in addressing negative staff attitudes 
towards people living with dementia. 
 
 
 
 



“Staff’s attitudes have changed hugely in A&E [as a result of DC’s awareness raising of 

how noise and activity can cause distress] – you used to see someone with dementia 

and there would be 2 or 3 nurses with the one patient, each doing something else and 

the poor patient... now you see them going in one person at a time, calmer more 

quietly.”p56  

 

Champion supports staff to understand difficulties 
faced by people living with dementia.  Staff adapt 
practices to recognise and support difficulties.  

Galvin 
(2010) [10] 

[post training] The staff also recognized the need for improved communication skills 

with the patient, such as sitting and talking clearly, using nonverbal clues, and asking 

permission to touch the patient in order to improve care. 

 

Training for staff to recognise the need to change 
practices. 
 
Additional evidence of how training encouraged staff 
to implement new resources to improve care of 
people living with dementia (activity packs, 
volunteers, identification method for patients at risk 
of leaving the ward). 

Goldberg 
(2014) [50] 

Staff also appeared more accepting and understanding of mental health problems and 

patients on the Unit were more likely to raise concerns about their mental health and 

these would be responded to by staff. This could be because staff were more aware of 

mental health needs, because they had more conversations with staff in general 

(and thus the opportunity to raise such concerns) or it could be because they were 

cared for on a ward where all patients were cognitively impaired. (p1337) 

 

The Unit provided a greater focus on the mental health needs of patients. Staff were 

more often observed assessing patients’ cognitive abilities (using standardised tools and 

by questioning) than on standard care. P1337 

 

Sometimes, skilled care on the Unit was not evident to observers, as patients who had 

the potential to exhibited distress behaviour were calm. In this observation Alex has 

been calmly walking up and down the ward for over an hour. A member of staff has 

always been walking with him and talking to him. Alex’s aggression was only evident 

when something unexpected happened. P1337 

Awareness and understanding of dementia led staff to 
address patient psychological and mental health 
needs. 
 
 
 
 
 
Use of assessment tools to understand patients’ 
cognitive abilities. 
 
 
 
Supporting patient choice and independence to 
reduce distress and the onset of behaviours that 
challenge. 
 
 



 

Individual attention was given to patients at other times on the Unit with staff getting 

patients drinks or snacks outside of the meal and drink rounds and using touch when 

interacting with patients. P1338 

 

However, the psychological needs of the patients on the Unit were high and a minority 

of patients would call out persistently for long periods of time. Staff would try to 

comfort or distract them… But the calling out would resume once the staff member 

left the patient and the conflicting demands on time meant staff would sometimes 

ignore their cries and attend to other patients, staff or documentation… Delivering care 

to patients with these behaviours could be exhausting and sometimes, particularly 

towards the end of a ‘long day’ (12 1/2 h shift), staff would ignore patients. P1338 

 
Staff working outside of ward routine to meet 
individual needs. 
 
 
 
Constraints to addressing patient needs when unable 
to find out the cause, conflicting demands on staff 
time, and staff fatigue. 

Gonski 
(2012) [43] 

Staff members stated that they were sufficiently trained and a majority (n = 11) were 

able to confidently manage the behavioral problems. The respondents reported that 

they were able to build therapeutic relationships with both the patients and the carers 

and were also happy to provide help for both parties. In terms of communication, the 

nurses were very confident they could communicate with the patients, and therefore 

were able to interpret individual’s needs. P62 

Training supports staff confidence to work with 
people living with dementia who have behaviours that 
challenge.  Staff ability to communicate well with 
patients helps them build relationships with patients 
and understand their needs.   

Luxford 
(2015) [57] 

Early in the implementation period, a few clinicians reported difficulty in translating the 

carers’ tips into a workable strategy for the hospital environment as they lacked 

confidence to write strategies based on ‘non-clinical’ tips. This issue was addressed 

through further training and the development of lanyards for clinicians to use which 

demonstrated how to write an effective TOP 5. P5 

 

After implementing TOP 5, the majority of clinicians reported agreeing or strongly 

agreeing that TOP 5 was easy to use (91%), not time consuming (70%), decreased 

patient agitation and distress (74%), resulted in decrease use of restraint—physical or 

chemical (61%)—and made it easier to relate to carers (89%). P5 

 

Use of biographical tool supported by champions, 
training, and examples of how to implement 
information into care plan. 
 
 
 
 
Use of biographical tool perceived to reduce patient 
agitation and distress and the use of restraints. 



Nichols 
(2002) [41] 

“We built an interdisciplinary team that looks at the patient and the caregiver as a unit, 

works with them, and responds to the patient’s behaviour as meaningful behaviour that 

needs to be understood. We understand that dementia patients have special needs.  

Using a team approach has allowed us to meet those needs in an acute care hospital.” 

p186 

Working with carer to understand patient’s needs.  
Understanding that behaviour is a communication of 
an unmet need. 

Scerri 
(2015) [46] 

Care worker (S32): I was thinking about this particular patient who did not need 

physiotherapy because he was here for respite care. He used to turn to all the staff to 

ask questions .. So every time I used to engage in a conversation with him and try to 

first calm him and reassure him because he was panicking and living in a situation as if it 

is real for him. P6 

Recognising patient needs and addressing them to 
reassure.  Understanding from patient perspective. 

Schneider 
(2010) [60] 

We found that HCAs continuously ensured that patients were as comfortable as 

possible, some going out of their way to achieve this. One worker was even known 

to have sewed and adapted patients’ clothing to maximise their comfort (and staff 

convenience, because this prevented frequent changes of clothing). Efforts were made 

to overcome language barriers between staff and non-English speaking patients and, 

when patients were distressed, HCAs often comforted them with actions as well as 

words: The male patient who becomes very distressed and cries was comforted 

greatly by H/CO who warmly cuddled up next to him, whilst on his observation, putting 

her arm around him and letting him snuggle into her, putting his head on her chest. 

(Fieldnote, Ward C) p28 

 

We concentrate more, as you get to know the patients, the more you know their ways, 

you know their habits and if they’ve got a bad tummy and things like that and you get to 

know them; the job comes easier when you get to know them. It doesn’t stop you 

getting hit sometimes, but you’re aware of, you just get to know them and understand 

them a bit more. P47 

 

“Invoking their practical autonomy, the HCAs also made minor adaptations within 

routines to suit individual patients. For example, medications were administered to all 

Recognising and addressing patient needs to improve 
comfort for patients and benefit staff workload. 
 
 
 
 
 
 
 
 
 
 
 
Importance of getting to know patients and benefits 
to workload. 
 
 
 
 
 
Personalising tasks for needs of patients. 



patients at approximately the same times every day on each ward, rather than being 

doled out individually; this ensured that every patient received his or her medication, as 

well as conserving staff time. However, within this routine, HCAs who were ‘running’ 

the medications would often make small concessions, for example by taking extra time 

to gain the trust of individual patients.” P 49 

Spencer 
(2013) [55] 

Carers of patients with MMHU described staff as being ‘well prepared’ for dealing with 

confused patients, displaying patience and compassion. Respondents noted that 

patients who liked to wander were guided by staff when walking up and down rather 

than constantly being returned to their bed space, a behaviour observed by carers on 

standard care wards. P3 

 

“Participants felt that staff had little understanding and limited training in dementia 

care, which carers felt resulted in patients being ignored, shouted at or threatened 

when staff were faced with uncooperative or challenging situations.” P3 

Staff who have understanding of dementia and 
dementia care can meet the needs of patients. 
 
 
 
 
 
Where staff lack understanding of behaviours that 
challenge they misinterpret them and attribute the 
problem to the patient, leading to poor care. 

Waller 
(2015) [15] 

Many of the environmental changes appear to have occurred as a consequence of the 

training that teams received before they started planning their projects. For example 

changes in staff attitudes such as investing in table cloths, laying tables, and purchasing 

coloured crockery, as well as increases in activities for patients such as the provision of 

newspapers or implementation of therapy hours, were reported; in the words of one 

team member, it is ‘not just about the colour of the paint’. P64 

 

Making spaces seem smaller and more familiar, and reducing the numbers of decisions 

that have to be made by patients in finding their way to places such as the toilet, the 

dining room or their own bed space, seems to significantly reduce agitation. P65 

 

Staff training helps staff recognise the needs of people 
living with dementia and make adaptions. 
 
 
 
 
 
 
Changes that recognise the difficulties of people living 
with dementia will help reduce distress. 

White 
(2016) [12] 

Patients with any form of BPSD during their admission were five times more likely to 

have an antipsychotic prescribed during the admission (OR 4.99, 95% CI 1.15, 21.70, 

p=0.032). Antipsychotic prescription was five times more likely in people who 

Behaviours that challenge increase likelihood of 
antipsychotic prescription. 
 
 



experienced hallucinations (OR 5.04, 95% CI 2.10, 12.06, p≤0.001) or activity 

disturbances (OR 5.71, 95% CI 2.22, 14.70, p≤0.001) and seven times more likely with 

aggressive behaviours (OR 7.70, 95% CI 2.25, 26.31, p=0.001). Patients were three times 

more likely to have an antipsychotic prescribed when they experienced sleep 

disturbance (OR 3.35, 95% CI 1.45, 7.79, p=0.005). 

 

In total, 55% of participants received non-pharmacological management during their 

admission. The most commonly used techniques were psychosocial interventions (36%) 

and staffing (17%) (Table 2). We found no evidence in the nursing or medical notes of 

ongoing monitoring or review of the effectiveness of these non-pharmacological 

interventions, or of a systematic way of using these techniques. 

 

 
 
 
 
 
 
 
Lack of monitor of non-pharmacological management 
of behaviours that challenge so difficult to know 
effectiveness. 

Williams 
(2011) [51] 

We are testing a REACH education programme for domestic assistants and 

housekeepers… They had not considered the positive impact they could have in 

contributing to care and, without exception, were delighted to support the initiative. 

P15 

 

REACH helps all staff to understand the cognitive difficulties experienced by people with 

dementia.  It enables them to contribute in their role and promotes pride in the part 

they play in care. p15 

 

Carers feel relieved that their loved one’s condition is recognised and that hospital staff 

know how to respond to them, while the carers’ sheet allows families to pass on crucial 

information and tips that will keep patients safe and improve their care’. P17 

Understanding the problem, knowing how can make a 
difference to patient experience and being able to 
take pride in work. 
 
 
 
 
 
 
 
 
Working with carers to get to know the patient and 
know strategies that work well to improve patient 
safety. 

 

 

 


