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The Research objectives 

• Specific focus on the needs of very dependent people with 
dementia living in long-term care situations 

• To capture the perspectives of this particularly vulnerable 
group, who are seen as ‘hard to communicate with’ 

• What are the signs that could be directly observed that 
people in these situations may be experiencing neglectful 
or abusive care?  

• What are the signs that people were experiencing  
  care that was supporting their well-being?  
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Additional aims 

Build on previous experience and expertise in 
developing observational tools with people with 
dementia 

 

Develop tool that is practical to use and relatively 
easy to learn to use in research and in practice 
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Research Design 

• Steering group comprising family carers & 
professionals with high level experience  

• A series of structured focus group (5) and 
interviews (13) using a Thematic Analysis involving 
People living with dementia: Family carers; 
Professionals 

• Piloted process in 7 care homes on 11 occasions 
with 28 residents developed structure and 
observation process of tool 
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PIECE-dem 

• Person 

• Interaction 

• Environment 

• Care Experience 

• in Dementia  



Observation Process 
• 2 Researchers, 2 residents each 

• Observe each resident in 15 minute time blocks 
over a 2 day period 

• During each 15 minute block make recordings 
after each 1 minute time frames (12 minutes in 
each observation block) 

• Reflect & summarise after 2 hours observation 

• Residents experience over different time periods, 
with different staff, and at critical times in the day 
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Residents selection 

• Living with dementia, with high levels of need 
• are least able to communicate 

• may be withdrawn 

• may be at end of life 

• have bruising or other physical warning signs 

• are viewed to have high levels of challenging behaviour/ 
unaesthetic behaviours/sexual behaviours 

• are very mobile or agitated 

• have sight &/or hearing loss.  

 



Direct Person Interaction & 
Environment recording  

 

• If the person  appears engaged with the world around 
them or disengaged 

• if an interaction occurs 

• qualitative notes describing the person’s apparent 
experience of the world around them, what their needs 
might be, the nature, intention, and experience of 
interactions and the extent to which apparent needs are 
met 

• Qualitative notes re immediate environment 
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Summarising Process 

• Observations are summarised every 2 to 3 hours 

• Researcher breaks to facilitate summaries, reflexivity 
and clarification 

• Summaries involve: 

• Considering the impact of interaction, it’s apparent 
intent and the connection made 

• The person’s physical and psycho-social needs 

• The immediate psycho-social environment 

• The person’s level of control 
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Observation of Negative Signs 

• Person: 
• Physical Indicators 

– Appearance and physical 
well being 

– Physical Injuries 

– Physical Distress 

– Withdrawal / Sedation 

– Nutritional and fluid 
intake 

 

 

• Ruby was calling out, repetitive noises, 
not loudly though. Chewing as well, is 
she expressing hunger or thirst? She is 
moving around in the chair quite a lot. 
She seems to be rubbing her legs and 
moving them up and down which is 
causing the blanket to become 
dislodged. It is quite warm today, is it 
possible that she is quite hot? She 
continues to call out and is quite 
persistent in this. No-one comes. She 
rubs her hand on her leg and her face.  
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Observation of Negative Signs 

• Person: 
• Distressed behaviour 

• Agitation and 
Anxiety 

• Withdrawn and 
disengaged 

• ά9ƭƭŜƴ ƛǎ ǎƛǘǘƛƴƎ ƛƴ ŀ ŎƘŀƛǊ ƛƴ ǘƘŜ 
hallway, she appears 
withdrawn, looking down 
towards the floor, eyes half 
closed, body posture appears 
quite tense, arms folded, 
ǿǊŀǇǇŜŘ ŀǊƻǳƴŘ ƘŜǊ ƳƛŘŘƭŜέ 
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Observation of Positive Signs 

• Person: 

 

• People being 
themselves 

• Relaxation 

• Engaged with the  

     world 
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άYŀǘƘ ǿŀǎ ǎƛǘǘƛƴƎ ƛƴ ǘƘŜ ŘƛƴƛƴƎ 
room, having just finished her 
pudding. She was looking around 
the room, and then looked down to 
her dish. She held her napkin and 
ōŜƎŀƴ ǘƻ ΨŎƭŜŀƴΩ ǘƘŜ ŘƛǎƘΣ ǊǳōōƛƴƎ 
and wiping the bowl and her 
spoon. She put it down and folded 
the napkin up and sat back in her 
ŎƘŀƛǊέ 



Observation of Negative Signs 

• Interaction: 

• Depersonalising 

• Ignoring 

• Control  

• Disrespect 

 

 

• ά¢ƘŜ ŎŀǊŜǊ ƳƻǾŜŘ ƘŜǊ ŎƘŀƛǊ ŀƴŘ ŀǎƪŜŘ 
WƻƘƴ ǘƻ ǎǘŀƴŘ ǳǇΣ ǎƘŜ ŘƛŘƴΩǘ ǿŀǊƴ ƘƛƳ 
that this was going to happen, John 
looked shocked. Carer took his arm and 
walked towards the door, John was 
walking at a pace that appeared faster 
than he could manage, and the carer 
ǿŀǎ ǿŀƭƪƛƴƎ ƛƴ ŦǊƻƴǘ ƻŦ ƘƛƳ ŀƴŘ ŘƛŘƴΩǘ 
appear to notice until the last minute 
that John was walking into a door 
ŦǊŀƳŜΦέ  
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Observation of Positive Signs 

• Interaction: 
• Personal Identity 

• Inclusive 

• Supportive 

• Warm 

 

 

 

 

• ά WǳƴŜ ƛǎ ƛƴ ƘŜǊ ǿƘŜŜƭŎƘŀƛǊΣ ŀƴŘ ƛǘΩǎ 
time for lunch, carer approaches 
June and bends down to gain her 
eye contact. He looks intently at 
her, and she responds, looking back 
ŀǘ ƘƛƳ ŀƴŘ ǎƳƛƭƛƴƎΦ IŜ ǘŜƭƭǎ ƘŜǊ ƛǘΩǎ 
time for dinner and he wants to 
take her into the dining room. He 
waits for her to acknowledge this, 
{ƘŜ ƴƻŘǎ ŀƴŘ ǎƳƛƭŜǎ ŀǘ ƘƛƳέ 

 
Association for Dementia Studies 

 



Observation of Negative Signs 

• Environment: 

• Uncared for 

• Restrictive 

• Impersonal 
 

• Lily is still in the dining room, 
(10.30) sitting in a chair. Radio 
on, on heart fm, next to her 
table. No evidence of 
encouragement of social 
interaction, or engagement 
with other residents in the 
room. She is sleepy and keeps 
falling forward. Has been in the 
dining room since before 
уΦолŀƳέ 
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Observation of Positive Signs 

• Environment: 

• Stimulating 

• Enabling 

• Personalised 
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άIŀǊǊȅ ǿŀǎ ǎƛǘǘƛƴƎ ƛƴ ŀ ŎƘŀƛǊ ƴŜȄǘ ǘƻ 
the table, with another resident. They 
were stroking two Guinea Pigs that 
were making what appeared to be 
contented noises, who were on the 
table next to them. There were 
carrots and lettuce leaves next to the 
pets and Harry picked a leaf up and 
offered it to the guinea pig. Harry 
ŀǇǇŜŀǊŜŘ ƘŀǇǇȅ ŀƴŘ ǇŜŀŎŜŦǳƭέ 



Where we Observe 

• Observations occur in public areas and in 
hallways 

• Can also be undertaken in, or immediately 
outside a person’s room 

• Not during personal care 

• Observer conduct guidelines 
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Feedback and Actions 

• Researcher completes observation at 1pm on second 
day 

• Researcher meeting, reflexivity, summarising and 
preparation of feedback 

• Feedback to Manager and Key workers 

• Reflections on the experience for staff 

• Written feedback 
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Next Steps 
• CHOICE Research Programme using PIECE-

dem as a starting point for in-depth case 
studies of care home culture 

• Peer review papers and conferences on PIECE-
dem development and researcher issues 

• Developing PIECE-dem as a tool for practice 
development in care homes 

• Good practice examples of work with this 
group 



Thank you 
Professor Dawn Brooker 
University of Worcester  
Association for Dementia Studies 
d.brooker@worc.ac.uk  
http://www.worc.ac.uk/discover/association-for-dementia-

studies.html  

PANICOA www.panicoa.org.uk 

 

 
 

Photographs of people living with dementia taking part in  
The Enriched Opportunities Programme 
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