
 

Museums, health and wellbeing research:  co-developing a new observational 

method for people with dementia in hospital contexts.  

 

Abstract:  

Aims: The aim of this paper is to present a new observational tool for assessing the 

impacts of museum object handling for people with moderate-to-severe dementia in 

hospital settings, focusing on wellbeing, social interaction, level of engagement and 

agitation. The paper presents a four-step approach to collaboration towards co-

developing the tool, which involved a range of academics, museums professionals, and 

health and social care partners, and describes the process of integrating multiple 

perspectives towards common research methodologies. 

Methods: The research team organised a series of meetings and workshops with 

museum and with healthcare partners to identify commonly used assessments and their 

perspectives on the objectives and possible outcomes of museum object handling 

activities. These were integrated with findings from a review of current 

conceptualisations of engagement in people with dementia to produce a fit-for-purpose 

video evaluation method of the health and wellbeing impacts of the museum object 

handling programmes.  

Results: The paper presents the Museum Engagement Observation Tool for use in 

hospital settings for people with moderate-to-severe dementia.  

Conclusion: The paper suggests that collaborative approaches can inform the 

development of future methods for creative health research and evaluation initiatives 

and to support this, it outlines the process of development of a new observational tool 

for people with dementia.  
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Introduction  

 

The area of arts in health is currently underdoing growing activity1 and has expanded 

into a range of cultural spaces, most notably, the museum and art gallery sector2. 

Museum-based activities for wellbeing broadly include supported museum visiting, 

object handling, volunteering, and a range of creative activities inspired from the 

sector’s wide-ranging museum collections, from art making to performing arts and 

music. In a recent Perspectives paper, Camic and Chatterjee2 outline a rationale for the 

involvement of museums and art galleries as partners in the delivery of health-care 

interventions and identify practice examples of programmes addressing issues such as 

dementia3–8, mental health 9–11, cancer12,13 and health education14,15. Recent studies 

have also looked at addiction recovery16 and older adults at risk of social isolation17,18. 

Museums are increasingly developing services for people with dementia and their 

caregivers; a recent survey identified that out of over half UK museums offering 

wellbeing programmes, people with dementia are the second largest target audience 

(older adults came out top)19. Despite this growth in practice there has been limited 

research to assess the efficacy of museum-led interventions. The paper is based on a 

research project called ‘Not So Grim Up North’ (2015-2018), led by University College 

London researchers in partnership with two northern museum services, the Whitworth 

Art Gallery and Manchester Museum, The University of Manchester, and Tyne & Wear 



Archives & Museums. This was a multi-sited project with multiple health and social 

care partners, exploring the health and wellbeing impact of taking part in cultural 

activities, focused on three audience groups: mental health service-users, stroke 

survivors and people with dementia. The research was designed as a quasi-experimental 

study using mixed-methods to address multiple perspectives and multi-level 

approaches to the question of impact (Health Research Authority Ethics ID 199643). 

One strand of the research focused on object handling sessions for people with 

moderate-to-severe dementia using the museums’ handling collection, predominantly 

everyday social history objects from the 1950-1970s. The object handling focused on a 

non goal-oriented activity as opposed to reminiscence, promoting sensory engagement 

and conversation at a level appropriate for people with moderate-to-severe dementia, 

in line with recommendations from other non-reminiscence interventions focused on 

the benefits of cognitive stimulation for dementia20. This paper focuses on the co-

development of the methodological approach to assessing engagement in these sessions 

and its impact.  

 

The paper will first briefly discuss the concept of engagement in people with dementia 

and its application in our study. Next, the paper will outline a four-step approach to 

collaboration conducted in this study. It will then describe how multiple stakeholder 

perspectives, including museum and healthcare professionals, were integrated towards 

developing a common impact-focused methodology. The final section will present a 

new observational method for people with dementia in hospital settings developed in 

the course of the study. The paper will conclude with a consideration of the wider 

application of a collaborative approach for projects researching creative and cultural 

interventions for health.  



 

Engagement in people with dementia  

Engaging a person with dementia in meaningful activity is seen as a priority in care 

provision to promote wellbeing and quality of life21–23. Studies in care homes have 

shown the adverse effect of prolonged lack of stimulation and inactivity, such as 

increased risk of cognitive decline, apathy, depression and agitation24,25, and the 

positive impact of participation in activities, which can lead to a reduction in 

challenging behaviours and depression, and improvements in mood21,22,26,27. The study 

of engagement is therefore fundamental to the development of non-pharmacological 

interventions for people with dementia28 and to determine the efficacy of interventions 

that promote meaningful activity29. Examples of meaningful activity include21: groups 

organised for peer support, life story work, intergenerational activities, Montessori-

based activities, new creative activities (such as music, dance and arts activities), 

reminiscence and memory-recall activities, Cognitive Stimulation Therapy30–32 (CST), 

as well as re-acquaintance with previously conducted activities. It has been proposed 

that museum activities, including museum visits and object handling sessions, are 

another example of a potential meaningful activity for people with dementia and their 

carers. Recent studies reported positive wellbeing impact for people with mild-to-

moderate dementia taking part in creative museum activities with their carers, including 

museum object handling and art viewing in a gallery7,8. A further study defined the 

environmental attributes of the art gallery and their positive emotional and relational 

effects for people with dementia and their carers6.  

The needs and abilities of people change with the various stages of dementia and 

therefore activities should be adapted across the dementia trajectory. A recent study 

examined the characteristics of activities in relation to the stages of dementia33. The 



authors found that people with mild dementia could readily engage with complex arts 

and crafts activities and cognitive activities requiring multi-steps. People with moderate 

dementia engaged with activities that were not necessarily goal-orientated, requiring 

repetitive tasks, with one or two-steps directions, and people with severe dementia 

engaged with simple non goal-oriented activities such as simple movement tasks and/or 

manipulation/sensory/sorting activities. Museum object handling can therefore be 

adapted across the dementia trajectory, from being part of complex creative activities 

to more simple tactile engagement. Our study aims to examine the experience of 

engagement with museum objects in the context of a handling session delivered in a 

hospital ward for people with moderate-to-severe dementia. The sessions are framed as 

a meaningful activity adapted to the level of dementia, and as a potential adjunct to 

approaches such as CST.  

 

 

Collaborative research for co-developing methodologies  

Previous research has highlighted the importance of conducting collaborative research 

into the efficacy of engagement activities for people with dementia and their carers. 

The REMCARE study undertook a Randomised Controlled Trial (RCT) to assess the 

effectiveness and cost-effectiveness of group reminiscence for people with dementia 

and caregivers (n=350)34. Reminiscence is one of the most widely deployed 

engagement activities for people with dementia, but research regarding the efficacy of 

reminiscence and other memory recall activities has revealed mixed findings. The 

REMCARE study found no significant differences in outcomes (including Quality of 

Life and GHQ-28) between the intervention and control conditions and a significant 

increase in carer burden, anxiety and stress. Notwithstanding these findings, RCTs are 



expensive and may not capture the nuanced, more qualitatively-derived advantages of 

cultural engagement activities designed for people with dementia. Our argument in this 

paper is that all research projects should begin with consultation of key groups and that 

there are particular advantages to co-developing methods to investigate the effects and 

impact of a cultural intervention. In the following section, we briefly summarise our 

approach to co-developing methodologies as a 4 step-approach that can be applied to 

other arts in health and museums in health programmes (see figure 1).  

 

Step 1: Identifying benefits from multiple perspectives. In order to understand the 

benefits of cultural programming for health, it is crucial to understand the situated 

contexts of each project partner and participant. This ensures that research is grounded 

in the experiences of those people who are at the centre of the study. Research that 

builds on experience is especially important when the objective is to evaluate impact. 

We suggest it is also useful to understand commonly used forms of assessment in 

healthcare settings to further elucidate how impact is framed and measured in terms of 

health and wellbeing outcomes and from the perspectives of healthcare staff. Interviews 

(formal and informal) and focus group discussions can be used to identify areas of 

benefits. Questions should be directed to uncover stakeholders’ perspectives on the 

objectives and possible outcomes of creative activities. Additionally, informal feedback 

can be used with clients and patients during the pilot sessions to capture a sense of their 

experience and their own understandings of what supports their health and wellbeing. 

Step 2: Integrating multiple perspectives and co-developing methodologies. The aim 

is to integrate diverse ways of knowing the impact of cultural programmes, bringing 

together experiential knowledge, patient values, professional judgements and 

outcomes-based assessments, in order to co-develop a methodology to capture this 



evidence. It should be noted that the development of new methods is an iterative and 

collaborative process, and therefore requires multiple research meetings to refine and 

agree the final methodology.  

Step 3: Implementation, refers to the study set up, recruitment and data collection. This 

step should also include pilot sessions, allowing for methods to be tested and further 

refined. In many cases the academic research team will conduct the data collection, but 

this step might also include research partners to collect other information, whether 

clinical, observational or reflective.  

Step 4: Interpretation, is the data analysis and interpretation of findings. Often this 

phase is undertaken by the academic research team. Within the principles of 

collaborative research, it is also important to factor in time to share with partners both 

the findings in a digestible form as evidence of the impact of the project, as well as the 

learning applicable to project delivery. This can ensure that learning is incorporated 

into future programme design and delivery .  

 

Figure 1:  Co-developing methodologies for culture in health projects: a 4-step 

approach 



 

 

Understanding multiple perspectives and commonly used assessments in a 

dementia care hospital unit 

 

The context for the research strand on dementia was a museum project developed for 

people with moderate-to-severe dementia in a specialised inpatient dementia unit. The 

service works as a 24-hour setting with a focus on psychosocial approaches to assess 

and manage behaviours that challenges in people with dementia35. Typically, patients 

are assessed over a six-week period during which a care plan is developed. The museum 

programme was developed as a weekly 1-hour session, over a six-week period. The 

first phase of the study was to understand the perspectives of different individuals 

involved in the delivery and support of museum project and those directly engaged in 

the activities. 

 

The academic team first organised a number of research meetings with museum 

partners to discuss their programme aims and explore how they framed the anticipated 

outcomes for participants. The museum professionals wanted the programme to support 

participant wellbeing by providing an enjoyable time and an opportunity to connect 

emotionally with museum objects they might remember from their childhood. The aim 

here was not framed as reminiscence but rather as a meaningful activity for pleasure, 

cognitive stimulation and to spark conversation with others. A related second aim of 

the project was to encourage social interaction between patients, and between patients 

and care staff.    

 



Next, several research meetings were facilitated by the research team with care staff at 

the hospital to further develop the project and to identify how patients might benefit 

from engaging in the sessions, thinking about the hospital teams’ specific care priorities 

for this patient group. The meetings included ward staff, an activity coordinator and an 

occupational therapist. For these staff, the approach to care is person-focused, a key 

aspect of which is to formulate activities that are 1) personally meaningful to the 

individual (i.e. linking to a personal interest or aspects of their personality) and 2) 

effective in terms of the individual’s level of ability to engage in the activity. Such 

activities were aimed at creating enabling environments for individuals and to manage 

behaviours that challenge. The museum activities were framed to fit within this model 

to address patient mood and agitation (if present), provide positive cultural engagement 

that would capture patients’ attention, and support positive social interaction with other 

patients on the ward. Staff further reiterated the need for a non-obstructive method of 

data collection as interviews and questionnaires would not be appropriate for patients 

who are more seriously ill or cognitively impaired. Due to the particular nature of the 

ward, it was not possible to include the perspectives of carers and family members.  

 

The research team also worked with healthcare staff to identify currently used 

assessment to measure these aspects of care, with the aim of investigating the benefits 

of the museum sessions in the terms of care staff’s working practices, knowledge and 

perspectives, and considering the suitability and relevance of routinely used measures 

for application to the museum activities. The conversations with healthcare staff 

indicated that no tools were consistently used to assess the impact of ward-based non-

clinical activities. Instead, bespoke assessment tools were used or tools were adapted 

for record keeping, such as the Pool Activity Level (PAL) Instrument for Occupational 



Profiling36. While the adapted PAL tool was not appropriate for the study as it focuses 

on assessing a patients’ level of ability, the 10-item wellbeing element was identified 

by staff as being more useful and detailed for describing patient’s mood than shorter 

scales. A series of pilot sessions were also conducted at the hospital between July-

August 2016 and were observed by a researcher. 

 

Results: The Museum Engagement Observation Tool for PWD 

 

The observations of the pilot sessions and research conservations with staff and 

museum facilitators were integrated to identify the key areas of direct benefit of 

participants with moderate-to-severe dementia in museum object handling activities,. 

These were collaboratively agreed as: attention (attitude towards the session), 

engagement (attitude towards the museum object), social interaction, wellbeing and 

agitation (presence or absence). This research led to the development of an 

experimental scale. An observational approach was chosen for this study as it can be 

used regardless of the level of cognitive impairment of participants observed. Video 

analysis was chosen as way to enable continuous observation. 

 

From a review of published literature, two studies were identified as useful frameworks 

for conceptualising the different dimensions of engagement with museum objects: the 

Observation Method of Engagement28 (OME) and the Video Coding- Incorporating 

Observed Emotion29 (VC-IOE). Both are based on the conceptual framework for 

engagement developed by Cohen-Mansfield et al.28 The OME was developed 

specifically to examine engagement for people with dementia in residential care and 

measures five dimensions of engagement: 1) Rate of refusal of the stimulus; 2) Duration 



of time that the resident is occupied with the stimulus; 3) Level of attention to the 

stimulus (4-point scale from ‘not attentive’ to ‘very attentive’); 4) Attitude to the 

stimulus (7-point scale from ‘very negative’ to ‘very positive’); 5) Action towards the 

stimulus, such as holding it or talking to it (4-point scales ranging from ‘none of the 

time’ to ‘most of the time’). The VC-IOE developed from this work as a tool for video 

coding in the context of engagement with social robots in long-term residential care 

homes. It focuses on the duration of six dimensions of engagement: emotional (based 

on a modified version of the Observed Emotion Rating Scale37), verbal, visual, 

behavioural, collective engagement, which are assessed as either positive, negative or 

absent; and signs of agitation (evident or not evident).  

 

The Museum Engagement Observation Tool was created to meet the needs identified 

by the research partners and is based on the concepts underpinning these two 

observation methods. It was developed to capture the distinctive nature of engagement 

with museum objects, and was revised and refined over six months in collaboration 

with healthcare staff, in particular the operational definitions and rating scales (Figures 

2 & 3).  

 

The Museum Engagement Observation Tool measures five dimensions of engagement 

within a museum object handling session: 

- Attention refers to the level of concentration of participants towards the 

museum activity, from ‘unable to concentrate’ to ‘concentrates for full periods’.  

- Engagement refers to the attitude towards the object, based on a re-worked 

version of the OME and VC-IOE. Engagement is understood as ‘the act of being 

occupied or involved with an external stimulus’ following the definition by 



Cohen-Mansfield et al.28.  Whereas the VC-IOE separates visual, verbal and 

behavioural engagement into three distinct categories, in the Museum 

Engagement Observation Tool they are combined to produce a shorter scale. It 

contain five items that describe the level of engagement with the object, from 

more passive visual engagement or passive handling responding to prompts to 

higher levels of engagement where the participants explore museum objects in 

a self-directed manner and where the object sparks discussion. The items were 

developed to consider the specific value of a museum object handling session, 

but could be revised for other arts in health projects thinking about the specific 

properties of the arts activity. 

- Social Interaction between participants and the facilitator, and with other 

participants. It includes 4 items describing different levels of interaction and 

towards whom the interaction is directed.  

- Wellbeing is based on the five different dimensions of affect from the 

Observed Emotion Rating Scale37 (OERS) which is integrated in the VC-IOE. 

However, some of the wording was changed on the advice of healthcare staff 

(see discussion above): pleasure is described as ‘shows enjoyment’ and general 

alertness is described as ‘bright, reactive’; other words were changed to include 

a wider spectrum of emotions together: anger is described as ‘angry/irritable’ 

and sad is described as ‘sad/low mood’. Other categories are included to reflect 

the discussion with staff, including shows humour, resting/settled, asleep, and 

an ‘other (please state)’ category. To simplify this for analysis, this element of 

the scale can be grouped into three dimensions of positive, negative and neutral 

affect.  



-Agitation examines the presence or absence of signs of agitation, based on the 

consensus definition by Cummings et al38.  

 

A sixth domain, address, records whether the museum facilitator or a member of staff 

is directly engaging the person in the session, to gauge the level of support required 

within the museum sessions.  

 

[Insert Figures 2 and 3 here]  

 

The tool was developed for direct observation within sessions and for use in video 

analysis. During the study, observations were taken by the researcher at the beginning, 

middle and end of a one-hour session, with each participant observed for total of one 

minute. The tool is subsequently being used for continuous video analysis, including 

establishing test-retest reliability of the tool; results of these studies will be reported 

separately.  

 

 

Concluding comments  

This article presents a new observational tool to investigate the distinctive value of 

museum object handling programmes for people with dementia. Given that museums 

and galleries are increasingly working with people with dementia and carers as a key 

target audience, it is essential to characterise and assess the efficacy of these activities. 

In future articles we intend to describe the relationship between engagement, object 

attributes, social interaction and agitation in people with dementia. Situated as a 

potential adjunct to approaches to such as Cognitive Stimulation Therapy, museum 



object handling as a meaningful activity for people with dementia has considerable 

potential to take advantage of cultural assets such as museums and art galleries, and 

develop a new suite of cultural engagement activities for people with dementia. This 

article lays the methodological groundwork for such investigations.  

This paper also sought to summarise our approach to collaboration and present a four 

step approach for co-developing methodologies for research in museums/arts for health. 

This is based on the belief that higher quality, more useful and relevant research results 

from collaboration and from integrating the diverse perspectives of multiple 

stakeholders.  
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Beginning of group observation (1 minute per participant)  Date:  Time:  

NAME (Initials)                

ADDRESS               

Not being addressed               

Being addressed               

ATTENTION               

Left partway through                

Unable to concentrate                

Concentrates for very short period only (less than 10 sec)                

Concentrates and Re-attends after distraction                

Concentrates for full periods                

ENGAGEMENT WITH OBJECT                

Negative engagement                

Responds to prompts only                

Visual engagement with object               

Explores objects (not engaged in conversation)                

Explores object and engages in conversation around object               

SOCIAL INTERACTION               

Negative social interaction                

Does not engage socially                

Spoke only when asked               

Interacts positively with staff only               

Shares in group activity with others                

WELL-BEING (Mood)                

Bright, reactive                

Shows enjoyment               

Shows humour               

Resting / Settled (neutral)               

Sleepy  / Tired (neutral)                

Anxious               

Angry / Irritable                

Sad / Low Mood               

Other (please state)               

AGITATION               

No signs of agitation               

Signs of agitation                



 

Figure 3: Operational Definitions of the Museum Engagement Observation Tool for PWD 

Domain Operational Definitions 

ADDRESS  

Being addressed Participant is being addressed directly by the museum facilitator  

Not being addressed 

The museum facilitator is not currently addressing the participant. The 
facilitator may be addressing another participant or be elsewhere in the 
room.  

ATTENTION   

Left partway through  Participant gets up and leaves the activity area  

Unable to concentrate  
Participant is continuously distracted throughout the session /Participant 
stares blankly into space  

Engages for very short period (less than 10 sec)  
Participant only very briefly engages with the activity, for less than 10 
seconds before pulling away or turning from the museum object and 
facilitator.  

Engages for short periods; re-attends after distraction 
Participant sustains engagement for a short while before being distracted 
by an external factor, but re-attends and refocuses after this.  

Engages for full periods  
Participant appears alert and attentive throughout the facilitated 
interaction around the museum object.  

ENGAGEMENT WITH OBJECT  

Negative engagement  Hitting, shaking or throwing the museum object.  

Responds to prompts and handles object   
 

Participant accepts the museum object when it is handed to them. 
Participant holds or handles the object but appears to do so in an 
automated way. Conversation around the object is very limited and 
vocalisations are very short and participant appears on the whole 
uninterested and unwilling 

Visual engagement with object  
Participant maintains eye contact with museum object or the facilitator 
holding the object. General talking about the object, verbally responding 
to statement/questions specifically to museum object.  

Explores objects spontaneously (not engaged in 
conversation)  

Participant accepts the museum object and explores it in an attentive and 
self-directed manner. Object is turned around and handled in different 
ways, including stroking, manipulating, or smelling the object. Exploration 
is done mostly in silence.  

Explores object and engages in conversation around 
object  

Participant accepts the museum object, explores in in attentive and self-
directed manner. Participant initiates and maintains conversation about 
the museum object or to the museum object. Vocalisations are 
enthusiastic and participant appears on the whole alert and interested.  

SOCIAL INTERACTION  

 
Negative social interaction  

Participant makes complaints and verbalises the desire to leave, or 
participant interrupt other participants who are engaged in the activity.  

Does not engage socially   
Participant does not interact with those around him/her, body language 
closed.  

Spoke only when asked  Responses or vocalisation are short or monosyllabic.  

Interacts positively with staff only  Participant interacts positively with facilitator or care staff only.  

Shares in group activity with others  
Participant interacts with other participants around the museum objects or 
in other conversation. Participant making eye contact with others, open 
body language and/or engaging in conversation.  

WELL-BEING (Mood)   

Bright, reactive  Appears alert  

Shows enjoyment 
Smiling, laughing and relaxed body language, verbal expressions of 
enjoyment  

Shows humour 
Participant demonstrates their sense of humour verbally or through 
playful interactions with the museum object 

Resting / Settled (neutral) Appears calm and no discreet facial or body expression 

Asleep (neutral)  Asleep in chair 

Anxious 
Shaking, repetitive calling out, expressing repetitive worry, lines between 
eyebrows, tight facial muscles,.  

Angry / Irritable  
Yelling, cursing, swearing, clenching teeth, narrowing eyes, eyebrows 
furrowed  

Sad / Low Mood Moaning, sighing, head/eyes turned down, crying 

Other (please state)  

AGITATION  

Signs of agitation (verbal and/or physical and/or motor 
activities) 

Restlessness, agitated movement, pacing around the room, picking up 
objects and fiddling, repetitive rubbing own limbs or torso. Abusive or 
aggressive verbalisations or vocalisations and behaviours towards self 
and others. Repeating words and phrases 

No signs of agitation  No signs of the above.  


