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Abstract

Background

While several studies have explored the impact of literature and reading on mental health, there has been relatively little work done on how a literature-based intervention might impact on the behaviours of those living with dementia. The present report addresses the effect that a specific literature-based intervention – Get into Reading, designed and practised by national charity The Reader Organisation – might have on the health and wellbeing of people living with dementia.  

Aims

This present study specifically assessed to what extent the shared reading intervention impacted upon behaviours symptomatic of dementia. Its aims were: to understand the influence that reading has on older adults with dementia in different healthcare environments; to identify staff perceptions of the influence that engagement in a reading group has on older adults living with dementia; to investigate any changes in dementia symptoms of older adults participating in a reading group.
Methods 

 The study employed a mixed methods design conducted within three healthcare environments; three care homes, two hospital wards and one day centre. The Neuropsychiatric Inventory Questionnaire (NPI-Q) assessed staff views of any changes in dementia symptom severity for participants in reading groups conducted in the care homes. Semi-structured qualitative interviews were then conducted with staff who attended the reading groups and/or had extensive knowledge of service users involved in all of the healthcare settings. Responses to questions were audio recorded or recorded verbatim and then subject to thematic analysis. 

Results

61 service users and 20 staff members took part in the overall project. The NPI-Q results indicate that symptom scores were lower during the reading group period than at baseline. These findings were supported by the qualitative interviews which suggested three themes were perceived to be important to effective engagement with the reading groups: (1) components of the reading group intervention (2) enjoyment, authenticity, meaningfulness and renewed sense of personal identify and (3) enhancement of listening, memory and attention. 

Conclusions

In light of quantifiable data of limited but indicative status, together with strongly corroborative qualitative evidence, engagement in reading-group activity appeared to produce a significant reduction in dementia symptom severity. Staff interviews indicated a contribution of reading groups to wellbeing.
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Introduction
There are currently over 800, 000 people in the UK living with dementia and an estimated 670,000 family and friends acting as primary carers (Lakey et al, 2012). Dementia currently costs the UK economy £23 billion a year, a figure that will grow to £27 billion by 2018 (Department of Health, 2009).  The Government has recognised the importance of improving quality of life for people with dementia and their carers, as well as the urgent need for research that develops a better understanding of the mechanisms of the disease, helps create new possibilities for intervention and promotes improvements in translating research into practice (Department of Health 2012).   
Given the development of arts and social interventions that might improve the wellbeing of those suffering with dementia, there is a clear need for more research into which interventions work well and why. While there have been several studies that have explored the impact of singing projects for people living with dementia which have found positive health and wellbeing outcomes (Houston et al., 1998; Cohen et al., 2006, 2007; Bungay et al., 2008), there has been relatively little work done on how a literature-based intervention might impact on the behaviours of those living with dementia. The present evaluation addresses the impact and effect that a specific literature-based intervention called ‘ Get Into Reading’, designed and practised by The Reader Organisation (TRO), might have on the health and well-being of people living with dementia.

The Reader Organization (TRO) and Dementia

The Reader Organisation is an award-winning charitable social enterprise working to connect people with great literature, and each other. Its mission is to create environments where personal responses to books are freely shared in reading communities in every area of life. Beginning life as a small outreach unit at the University of Liverpool  in 1997, the national charity (established in 2008) pioneered the weekly ‘read aloud’ model at the heart of their Get into Reading Project, which currently delivers over 300 groups each week in all four corners of the UK.  The Reader Organisation has been delivering Get Into Reading in a range of settings for the elderly and those living with dementia for the last five years.  Working  in partnership with Wigan Memory Service, Mersey Care NHS Trust, Greater Manchester West Mental Health Trust,  Bupa Care Services, Knowsley PCT, Halton Borough Council, Wirral PCT, Liverpool Mutual Housing, Liverpool City Council, and a large number of care homes across the country,  it is now running 35 reading groups  across the North West, South West, South East  in care homes, hospitals, day centres, sheltered housing and community centres.

Previous research has focused on the effects of shared reading in relation to depression (Billington et al 2011, 2012), in prisons (Billington, 2012), in community settings (Hodge 2007; Billington, 2011), and in health care and rehabilitation centres (Robinson, 2008; Davis, 2009). Related research suggests that the inner neural processing of language when a mind reads a complex line of poetry has the potential to galvanise existing brain pathways and to influence emotion networks and memory function. (Thierry et al, 2008). Yet it is unclear how reading groups are perceived by staff who work in specific healthcare institutions and whether changes in behaviour associated with dementia symptoms change while engaging with this intervention.

Aims 
The present study specifically assessed to what extent the shared reading intervention impacted upon behaviours symptomatic of dementia. Its aims were: to understand the influence that reading has on older adults with dementia in different healthcare environments; to investigate any changes in dementia symptoms of older adults participating in a reading group; and to identify staff perceptions of the influence that engagement in a reading group has on older adults living with dementia.
Methods
The Model – Get Into Reading

Get Into Reading (GiR)  was the specific literature-based intervention evaluated in the study. The principal feature of GiR is shared reading: all reading material is read aloud in the session itself and open-ended discussion is encouraged by the project worker. Group members participate voluntarily in any way they wish. They interact in relation both to what is happening in the text itself (in terms of narrative, characters, place and setting, themes, description, and, above all, specific language) and to what may be happening within themselves as individuals (in terms of reflections on personal feelings, thoughts, and experiences for example), responding to the shared presence of the text within social group discussion. 

The basic structure of GiR is flexible enough to be adapted for different settings and for the needs of different client groups. For example, GiR sessions often run for an hour and a half, with short stories or whole novels being read aloud over a course of weeks or sometimes months, each session concluding with a poem to promote further reflection on the story read in the session. However, when reading with people living with dementia, the model is adapted in order to make the reading experience more easily accessible and to overcome obstacles common to people with dementia (such as poor concentration, loss of short-term memory,  difficulty in following conversations, difficulty in thinking and reasoning, anxiety and depression, and confusion and disorientation). The administration of antipsychotic drugs for people with dementia can also compound these issues through excessive tiredness and drowsiness. Adapting to take these factors into account, the following changes were made:

Choice of Reading Material 

Prose material can still be read in shared groups for adults with dementia but often in the form of short extracts from novels or very short stories rather than longer texts. It is also important that the prose material selected does not rely upon a plot or narrative but is  more discursive and episodic to allow group members to move in and out of the story without having to keep track of what has gone before and what may follow after. However, poems work particularly well in shared reading groups for people with dementia and are used much more frequently than prose, for reasons relating to both the form and content of poetry as an active genre of communication. The language of poetry is often more compressed and immediately striking than that of prose; rhyme and rhythm in the formal structures of the genre help to stimulate and maintain concentration. At a practical level, poems are often contained within the space of a single page,  making it much less likely that group members will lose their place. Lastly, people in the shared reading groups belonged to the generation for whom poetry was learned by heart in schools: often group members with even the most severe levels of dementia are able to recite poems learned at school word-perfect. 

Conduct of Session 

The sessions are shorter than the standard hour and a half and last no longer than an hour. The project worker has to think very carefully about the use of questions to generate discussion. Often the general format of a GiR group will move from questions about the narrative and the characters to ones which encourage personal reflection: for example, ‘Have you ever experienced anything like this?’ Questions which ask group members to draw on their memories are however to be handled with the utmost care when reading with people with dementia. GiR is not a reminiscence project. True, the literature often stimulates memories and encourages people to share personal experiences from their past and may often be selected to draw on generational experiences. However, group members are also encouraged to enjoy the literature as an experience in the present moment, and the reading material selected therefore has to be able to stand alone as a triggering moment in itself so that members are free to enjoy it however they choose – whether that be in terms of the past, present or an imagined hypothetical future. 
Presentation of Reading Material 

The project workers will generally read in a much louder voice than usually deployed and also take more time to describe what has happened in the story/poem before moving on to discussion. 

Setting and Participants
61 service users and 20 staff members across three different settings took part in the project, either by attending and engaging in a group and/or by being interviewed by the researcher. Three residential care homes, one day centre and two hospital groups participated. All participants in the care homes and day centre had received a diagnosis of dementia though the progression of their illness varied. Some were in the early onset stage of dementia whereas others could present more severe symptoms. Those who attended the hospital groups were either being assessed for or had recently been diagnosed with dementia. Other older adult participants in the hospital groups were experiencing co-morbidity and had been diagnosed with both dementia and a mental health disorder. These were included in the mental-health reading group. Again, the level of illness progression varied, with some participants being able to make coherent contributions whereas others were only able to listen to the reading material. Participants were excluded from the groups if the staff felt that their illness was too advanced, if they were bed-ridden, or if the individual themselves did not want to attend the group.

Measures

a) The Neuropsychiatric Inventory Questionnaire (NPI-Q) 

The NPI-Q measures 10 behavioural areas which are: delusions, hallucinations, agitation/aggression, depression/dysphoria, anxiety, elation/euphoria, apathy/indifference, disinhibition, irritability/lability, and motor disturbance. Two neuro-vegetative areas are also assessed: night-time behaviour and appetite. For the group conducted at the day centre, the question relating to night-time behaviour was not applicable since all participants return to their own homes. The NPI-Q uses a dichotomous Likert response scale of yes (symptom present) or no (symptom not present). If the staff member provided an affirmative response, they were asked to rate whether the symptom is mild (1), moderate (2) or severe (3). The NPI-Q assessed staff views of any changes in dementia symptom severity for the participants who attended the reading groups.

b) Qualitative interviews

A semi-structured interview schedule was used for the qualitative interviews, with all interviewees being asked the following three key questions: how was the group being received (by staff and service users); was the structure of the group appropriate; was there anything about the group that could be improved. Other questions that were asked arose as a result of the responses given by the staff member. Responses to questions were either recorded verbatim or audio-recorded.

Procedure

The evaluation of the reading groups differed depending on whether the groups were being conducted in the day centre, care homes or hospital environment. All groups were carried out in the same week, using one of two project workers. A one-week baseline data collection was conducted at the start of the study, whereby data was then collected using the NPI-Q every 4 weeks for the care homes. One care home waited three months and then conducted a reading group for three months (a Waiting list design) while the remaining two care homes held reading groups continually over the 6-month period.  (This is illustrated in Table 1.) A reading group at the day centre was conducted at the beginning of October and continued for 18-weeks. Reading groups in the hospital wards were conducted over a 12-week period. One of the hospital ward groups included participants who had been diagnosed previously with a mental health disorder while the other included participants with no previous mental health diagnosis.
Table 1: Description of months reading group was conducted.
	
	Week 1
	October
	November
	December
	January
	February
	March

	Care Home 1
	Baseline
	Reading
	Reading
	Reading
	Reading
	Reading
	Reading

	Care Home 3
	Baseline
	Reading
	Reading
	Reading
	Reading
	Reading
	Reading

	Care Home 2
	Baseline
	Waiting
	Waiting
	Waiting
	Reading
	Reading
	Reading


During the fifth and sixth months of the evaluation, qualitative interviews were conducted with various staff members (e.g. nurses, consultant psychiatrist, care workers etc; n = 7) who either participated in the groups themselves or had extensive knowledge of the service users who participated. Informal discussions with some service users were also conducted after a reading session to identify their views of engaging with a reading activity.
Data analysis

Data from the NPI-Q questionnaire were entered anonymously into SPSS version 20 and subject to summary statistics and hypothesis tests. For the care home which had the wait list design, a repeated measures analysis was conducted. The interviews were read by one researcher and analysed thematically to identify key themes within the data using the guidelines suggested by Braun and Clarke (2006). These were then subjected to member-validation to ensure nothing that was considered to be important by staff had been omitted by the researcher.

Ethical approval 

As this study was deemed to be a service evaluation by the chair of the local NHS research ethics committee,  formal NRES approval was not required. The audit was approved by the local NHS Trust R&D Office. Funding was obtained to undertake the work by The Headley Trust. 
Results
A total of 61 participants and 20 staff members engaged with at least one of the six reading groups. For the three care homes, data was obtained for 14 out of 17 participants in care home 1 (82.4%), 8 out of 8 participants in care home 3 (100%) and 8 out of 9 participants in care home 2 (88.9%). Reasons for data not being collected for all participants who engaged with the reading group included death (n = 2), no longer at the home (n = 2), gone into a care home after the study began (n = 1), no longer at the hospital (n = 1) and no baseline data collected (n = 6).
NPI-Q
Figure 1 shows the mean NPI-Q score for each of the three care homes over the 6-month data collection period. As can be seen, symptom scores were lower throughout the reading period than at baseline for all three care homes. The low mean scores for the symptoms at each monthly interval suggest that overall, they were not perceived to be present in the majority of group members. For care home 2 who undertook the wait-list design, the scores were exactly the same for baseline and month 1 which, when investigated, were due to the staff member perceiving there to be no change in the participants during this 8-week period. Symptoms appear to be reduced however by month three for care home 2 and remain relatively low for the remaining 3 months.

Closer examination revealed differences in the symptoms that were present in the majority of the group members. For Care Home 1 improvements were found in month three with no symptoms being reported, however motor disturbance, depression, irritability, apathy, anxiety, hallucinations and agitation were reported as being prevalent again in months four and five. Appetite and night-time behaviour however were present at baseline but did not reappear again over the 6-month period. For participants in Care Home 3 however, elation was the only symptom present in the second month. In the last month, elation reappeared alongside delusions, hallucinations, irritability and night-time behaviour. For participants in Care Home 2, the most prevalent symptoms during the baseline and month one were agitation, disinhibition and irritability but these declined by month two and did not reappear for the remaining time period. 
A repeated measures analysis was performed to identify any significant changes that occurred during the baseline, waiting and reading periods. Since only care home 2 had a waiting period, the analysis was performed on this data only. The results indicate the changes seen in the graphs above are not statistically significant, using a significance level of 0.05. They are however approaching significance (F(2,6)=0.630, p=0.051), even with such a small sample size (n = 8). A highly significant result however was found when the 
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  Figure 1: Average NPI-Q scores at each month for all three care homes.
baseline statistics (x̅ = 5.52, SD = 6.13, n = 13) were compared with the average monthly reading statistics (x̅ = 0.39, SD = 1.42. n = 33) at the p < 0.05 level (F(1,32) = 24.74, p<0.005). 
Qualitative Interviews

Overall, 10 interviews were conducted across all three healthcare environments; two participants worked within the day centre, four participants worked within the care homes and four participants worked in the hospital wards. The qualitative findings suggested that, in addition to changes in symptom severity, the reading sessions influenced quality of life and wellbeing. Staff interviews elicited responses in relation to three themes: (i) components of the reading group intervention (environment, duration, literary content); (ii) enjoyment, authenticity and meaningfulness of reading-group experience, including renewed sense of personal identity; (iii) enhancement of listening, memory and attention skills.

(i) Components of the reading group intervention (literary content, duration, environment)

The staff interviewed felt the reading material used in the groups was stimulating and interesting. The brevity of the texts and the variety of topics enabled the participants to share their stories or to comment on their experiences so that group members “can create their own space in that present moment” [Reader 1, day centre, hospital and care home groups]. One service user liked the use of complete poems as it “provides a structure to focus on” [group member 4, care home 2], indicating how the poems provide a context for discussions. The reading group was perceived to run for an appropriate length of time (one hour) which could fit in with the other daily activities. Staff commented on how the venue for the group was important. One staff member said they had recently moved their group into a more informal setting (the main lounge) and as such, more residents were “benefiting from it” [staff member 1, care home 3]. One project-worker commented on the importance of having a staff member in the group, for both practical and supportive reasons (bringing another voice to the group, enhancing equality between staff and individuals with dementia).
(ii)  Enjoyment, authenticity and meaningfulness of reading-group experience, including renewed sense of personal identity

The reading group appears to be a positive activity in all of the care home, hospital ward and day centre facilities that took part in this evaluation. One interviewee commented that with regard to all other activities, one service user “never used to join in, but then did” [staff member 1, day centre], attributing this widening involvement to the service user engaging with the reading group. Enjoyment appears to be central to service users’ engagement with the intervention. 

The reading groups often had a staff member present as well as the service users and project worker, and comments were made during the interviews that staff enjoyed the activity just as much as the service users appeared to enjoy it. 
“If the service users are happy then we’re happy” 
[staff member 1, day centre]. 

Feedback was obtained from the consultant after she had visited the group. She reported that she was “very impressed” with its capacity to engage people [consultant 1, hospital wards 1 and 2]. She noted that the reading activity was “stimulating and soothing at the same time”.              

It was perceived that the reading group allows members to interact with each other in a meaningful context which is not related to other hospital tasks such as taking a patient’s history or establishing symptom presentation. The reading group was thought to provide a real context in which group-members could place their experiences and talk about them purposefully, without their appearing artificial. One group member reported how it was good to connect with people especially since they were “all private” [group member 4, care home 2].
“it kind of gives a focus for a discussion point whereas if you went and asked somebody a personal question about their life it might feel a bit reticent because it’s not in context... it kind of leads on to a social discussion about their memories and things, and their feelings” 

[staff member 2, hospital ward 2]

 “it was great to have these sorts of groups that have a social element but it’s not particularly focused on them, and there is a reason and a purpose behind it” 
[staff member 2, hospital ward 2].
The project worker reported how social relationships were observed to operate through interchanges between participants which made sense, as opposed to exchanges of random or disconnected comments. This tended to happen when participants read something that had them really engaged, capturing their imaginations and interests. 
Service-users in this intervention were more likely to be perceived by others as suffering with dementia rather than being classified as dementia sufferers, and seemed to see themselves as possessing some sense of continuity between who they are and who they have been (see Appendix 1: Case Studies). Engaging with the group supported this sense of identity development.

“gives patients a sense of identity, of who they are, and being able to contribute to something and there is a purpose there and that it is not connected to the hospital” 
[staff member 2, hospital ward 2]. 
The project workers’ independence from the hospital was considered a benefit, as the activity was regarded as separate from the hospital and conducted by a guest rather than by a member of staff. The project worker herself was perceived to have an important effect on both staff and service users. Staff working on the hospital wards reflected how having “someone come in that’s passionate” [staff member 1, hospital ward 1] really helps on an inpatient ward. The reader was praised for “learning the names of the clients” [staff member 2, hospital ward 1] which was valued by staff. The same staff member also commented that the reader was very good at “engagement”, had “good eye-contact” and that her voice was “loud but not domineering, commanding” making “clients want to listen”. It was also reported that the atmosphere on the ward in general had improved since the group had been running. This was reiterated by the consultant, who felt that the reader “had a lovely manner with the service users” [consultant 1, hospital wards 1 and 2]. The independent perspective of the project worker was felt to be beneficial and one staff member on the hospital ward suggested it would be good to have an independent view of how the service users’ interacted with the groups that could be held in the service users’ records. This could then be used by the staff and consultants when assessing the service user. 
 Engaging with the group seems to allow service users to express themselves by giving them the freedom to “speak their mind” [staff member 1, hospital ward 1]. Yet it was acknowledged that not all of the engagement was verbal, and within the mental health context it was reported that service users sometimes engaged with the group by “actively listening” [staff member 2, hospital ward 2], assessed by the service users’ non-verbal behaviour. The reading group itself was also thought by one member of staff to be good for people who were visually impaired “because it focuses on listening skills and not the visual, which is not a barrier” [staff member 2, hospital ward 2].  People do not necessarily have to contribute to discussions to be actively engaging with the reading group. Non-verbal behaviour such as listening is important as it may help alleviate more emotional symptoms such as agitation or elation.
Discussions often “spark memories of the service user’s life” [staff member 1, care home 1], discussions which were sometimes continued after the group had finished.  When the reader mentioned the author of a poem or story she was reading, one staff member reported hearing a service user say “I’ve heard of him” and re-iterated how discussing the reading material seems to trigger “their memories” [staff member 2, care home 2]. One staff member commented that some service users “remember that the group is every Friday” [staff member 1, hospital ward 1] with one participant saying to the same staff member that “the nice lady from Liverpool is coming in tomorrow”.  The reader also observed this when one participant in the men’s care-home group asked for a specific poem one week called ‘The Green Eye of the Little Yellow God’ by J. Milton Hayes and then was reminded of reading it a week later in response to another poem – ‘Mandalay’ by Rudyard Kipling. This reflection implies that the reading group has an effect on short-term memory, although it is not possible to state what influence the reading has or how this occurs in patients with dementia. 

The appended Case Studies illustrate how powerful literary language helps to establish attention in group members which is grounded in the present activity. Examples of this include the act of reading (Appendix 1: Case Study 1); stimulating new thoughts (Case Study 2); provoking concentration on specific lines or phrases (Case Study 3); and through calmly shared enjoyment. 

Discussion
The NPI-Q focuses on the presentation of dementia symptoms, their severity and the distress the symptom causes the individual. The current study focused on the severity of the symptom across a 6-month time period to identify any changes that occurred. A reduction in symptom severity was found across all three care homes, suggesting that engaging in the GiR model may positively influence the behaviour symptomatic of dementia. It has long been recognised that projects involving singing interventions have a positive impact on people living with dementia (Houston et al, 1998) and the results of the current study suggest a literature-based intervention may have a similar affect. Reading habits have been shown to be associated with cognitive impairment in adults experiencing memory failure (Juncos-Rabadan, Pereiro, Facal, Rodriguez, Lojo, Cammano, Sueiro, Boveda and Eiroa, 2012) yet staff perceived the reading groups helped trigger memories. This triggering and subsequent retrieval of memories may have been facilitated by providing service users with a forum in which to discuss a particular poem or story.  
The symptoms that were perceived to be prevalent by staff often varied over time, emphasising the fluctuating nature of the illness. Environmental, psychosocial and medical explanations have been offered as potential reasons for the changes in symptom prevalence (Desai, Schwartz and Grossberg, 2012). The reduction of mood disturbances (e.g. apathy, depression), psychotic symptoms (e.g. hallucinations, delusions) and agitation supports the qualitative comments by staff who reported that participants appeared to enjoy the group. Enjoyment is an important part of activity engagement and contributes towards psychological well-being in people living with dementia (Desari et al, 2007). Although not investigated in the current study, part of the enjoyment of the reading groups may have been the real context in which group members were able to discuss their personal experiences. Staff perceived that this allowed group members to talk freely and provided service users with a sense of identity. Identity has been investigated previously in people with semantic dementia and found to be preserved in that these people knew who they were and had a self-image not defined by present experiences only (Duval, Desgranges, de La Sayette, Belliard, Eustache, and Piolino, 2012). It is possible that the people with dementia who participated in the current study also had an identity rooted within past experiences which was allowed to come to the fore via the contributions made in the group discussions. This is only one tentative explanation however and the role of identity requires further research. 
The results of the current investigation suggest no symptoms were reported in December and one explanation could be the increase in social activities such as carol singers and an increase in social contact both with friends, family members, residents and staff that occurs as a result of the Christmas period. Social contact has been shown to be an important subjective need for people living with dementia (van der Roest, Meiland, Maroccini, Comijs, Jonker and Droumles, 2007) and it is possible that this could help explain the lack of symptom prevalence at this time. Furthermore, the increase in social contact throughout December may lead to a decrease in social activity in January and this may explain the depressive symptoms observed in one care home in January and February. It is not possible to state whether or not Christmas could have contributed to the reduction in symptoms and subsequent rise in depression but is one possible explanation. In addition, it is noteworthy that the sudden fall in symptoms during the waiting period for one of the care homes is sustained throughout the duration of the reading and remains most significant in relation to the waiting period. This may be due to the group members being able to build meaningful social relationships with each other through their discussion of the literature, an action and development that was perceived by staff working with the service users. 
Interestingly, the neurovegetative symptoms (appetite and night-time behaviours) are the only symptoms that tend not to reappear during the reading intervention rather than the behavioural symptoms which may be more fluctuating in presentation. Night-time behaviour only reappears once in Care Home 3 towards the end of the data collection period. Sleep is necessary in order to restore memory function (Larner, 2012) and it is possible that the limited sleep disturbance may facilitate the effects of the reading group on memory function that was reported by staff members. 
Limitations and future research
Despite the indication from both the statistical results and the staff perceptions, it is not possible to say from this pilot evaluation definitively that engaging in a reading group is the cause of this improvement because of the limited sample-size and need for further controls. The impact of individual differences is also unknown and this applies not only to staff in their evaluations but also to the service users themselves, for example it is unclear whether or not participants in the current evaluation significantly engaged in reading in life prior to the reading group and this may have an effect on the results obtained in the current investigation. 
A randomised control trial (RCT) where participants in one group receive the intervention (the intervention group) and participants in the second group do not (the control group) could be conducted to address the issue of individual differences, with a control and intervention group being conducted in all healthcare settings. These participants could be matched to allow confounding factors such as other activities both past and present, and individual differences (e.g. medication, past medical history, independent living etc) to be controlled so conclusions could be drawn that relate specifically to the effects of the intervention. Any RCT however should include a qualitative component as this has been an essential part of the current evaluation (capturing, for example, the enhancing of social relationships, the value of an activity that can be sustained by other carers such as family members) and interviews with family members would also be beneficial to obtain their perceptions of any changes in the reading group participants. As people engage with the reading sessions at different levels, an observational or case-study design could be employed to capture small changes in individuals observed longitudinally (by monitoring the number of contributions they make to discussions or whether or not they choose to read aloud). For example, someone who has been scored as having mild aggression or agitation may calmly read aloud a poem or keep quiet while others are talking and appear relaxed during the group. This would be in contrast to what staff experience on a daily basis and may reflect some calming influence being derived from the reading group. Observing changes in this way allows for further quantitative statistics to be obtained.  Finally, non-verbal behaviour, such as listening, may help alleviate more emotional symptoms such as agitation or elation; but how the reading sessions influence this is unclear. This could be investigated by comparing different methods of reading, such as the use of audio-books: it is unclear whether the same effect could be replicated by such technology or whether it is the presence of the project worker and the ensuing discussion that facilitates the reduction in symptom presentation.
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Appendix 1: Case Studies (names fictionalized): written by project-workers Dr Clare Ellis and Emma Gibbons

Case Study 1                                              
 Matthew  –  Care Home 1
Matthew has early on-set dementia and is much younger than most of the other patients on the ward. He rarely interacts with the other people and appears quite isolated and depressed, talking only in monosyllables and taking a long time to respond to questions. He struggles not only to find words to be able to express himself but also to find the will to make such acts of communication in the first place.

I noticed during a session that centred upon an extract about summer-time from Laurie Lee’s Cider with Rosie that Martin seemed to be looking about him more than usual and to be listening attentively to what was being discussed by the other  group- members. I asked him what he’d like to eat during a hot day in summer. He replied in a single word – ‘Fruit’. I asked him what kind of fruit. He said ‘Apples, oranges.’ This response was quite a breakthrough for Matthew. On that basis I risked asking him if he’d like to re-read a poem I’d just read to the group – ‘Apples’ also by Laurie Lee:

Behold the apples’ rounded worlds:

juice-green of July rain,

the black polestar of flower, and the rind

mapped with its crimson stain.

The russet, crab, and cottage red

burn to the sun’s hot brass,

then drop like sweat from every branch

and bubble in the grass.

The poem is five stanzas in length and is quite challenging to read in terms of its rich metaphorical language. When I invited Matthew to read it, he paused for several moments and then answered, ‘Yeah, alright then.’ He read the poem word-perfect. He also read it at a speed which was at much more of a pace with normal conversation: he was fluent and focussed. The words on the page were providing him with a voice once again that could be shared, and moreover, with a voice that he wanted to share. Everyone in the group watched Matthew while he read as if seeing him anew.

At the end of his reading I thanked Matthew for reading and remarked that he had a wonderful reading voice. He smiled and said, ‘Thank you for saying so.’ The group moved on to talk a bit about the poem, but at the end of the session I came back to Matthew and asked him if he had enjoyed the session. Once again he took several moments to respond and then answer, reverting somewhat to his slower voice but this time managing to articulate himself in full. He said, ‘Yeah. It was elevating.’ 

Case study 2: 

Edna, Hospital Ward 2

The ward is for older adults with mental health issues such as depression, anxiety, and psychosis .  The ward operates on a 12 week assessment basis, in-patients can be discharged at different points, with new people taking their place. The reading group has therefore acted as a supportive intervention amidst such change and also as a much-needed diversion for people who often seem to be waiting to go home. 

Edna did not initially want to attend the reading group when it first started on the ward. I remember the day I first met her sitting out in one of the corridors. I tried to speak to her about the reading group and she very politely and also very definitely declined, ‘No thank you, I am not interested.’ Then in the second week she decided to come along, after hearing about how the first session had gone from the other in-patients and members of staff. She was curious but still very quiet at first. I read an extract from Brian Keenan’s I’ll Tell Me Ma and Edna listened attentively throughout. After I had read the story and had already paused several times throughout for discussion, I asked if the group had enjoyed it and suddenly Edna spoke. ‘I liked the story because I liked to listen to you read it aloud. It reminds me of some of my friends who were from Ireland too and how they always used to say “Ma”.’ She smiled then and seemed fully relaxed and contented. Edna continued to attend the group until she was discharged. She became increasingly animated as the weeks went on and grew to become one of the most talkative members of the group. One of the things that most struck me about Edna’s involvement was how the reading material was able to inspire her with new thoughts and ideas and also questions, which when articulated and shared with the group seemed to re-invigorate Edna herself. I always remember reading the poem by Ted Hughes called ‘Roger the Dog’: Edna broke the initial contemplative silence after the poem was read, saying ‘I’m just wondering what kind of a dog would be called Roger?’ She smiled and then laughed a little as the other members smiled in recognition of her question. ‘I mean,’ she continued, ‘would it be a small dog or a big dog or what? A terrier perhaps.’ It is the ‘just wondering’ from Edna that can be so meaningful both to individuals and the group; it is the ‘just wondering’ which can move a person from feeling trapped in a single continuous mode of thought and feeling to being opened out into a new arena and with a new focus, however small.

Case Study  3 – 
Edith, Jane, Emily,  Care Home 3
Edith  reads aloud each week and managed it again today despite having a very bruised face due to a fall at the weekend.  She is very hard of hearing but reads beautifully (we usually makes signs to each other to indicate it is her turn, or I point to whoever is going to read to let her know).  Edith often seems very moved when she reads and today ‘The Heavenly City’ by Stevie Smith brought tears to her eyes.  She doesn’t appeared to get upset, just to find reading poetry moving.  Jane was then persuaded to read another poem, this time ‘A Little Song of Life’.  She said, ‘I am improving with practice’.  We both thought we remembered singing this poem as a hymn at school, so we had a go at it, but couldn’t really remember the tune!   Next the group read ‘Friendship’ by Caroline Norton and Jane said, ‘Some people mean a lot to you and that says it’.  Jane doesn’t usually make comments apart from ‘nice’, or ‘liked it’.  

Jane suffers from marked tremor and has halting speech (I think due to a stroke).  Since reading Wordsworth’s ‘I Wandered Lonely as a Cloud’ fluently and clearly two weeks ago, she is much keener to read aloud.  Today Jane read ‘Tell Me’ by Elizabeth Jennings to start us off.  She read really well and when she finished said, ‘I’m getting better, I like it.’  Emily congratulated her on reading well and Jane seemed really pleased.  Emily does not read aloud in the group as her sight is failing, but with the aid of a magnifying glass she follows each poem, particularly loving those that are spiritual or about nature. She loved the final line of this poem, ‘Two roots of one great tree’, and kept repeating the line.  Emily often keeps copies of the poems she particularly likes to read at night if she can’t sleep.  Today Emily presented me with this letter written in verse about the reading group:

                                 ‘A big thank you                                                                             
For the lady who reads poems for us residents on Wednesday’

A kind lady has visited us to read a poem or two,      
She also encouraged us to read one or two too.                                                                               
Such peace and joy she brought to us that day                     
Filled me with delight.                                                             
You have put such happiness in my life,      
I am now able to better to sleep at night.                                                                                                   
Although I am now 101 years of age and partially blind –
You have given me the inspiration                           
(With my magnifying glass)                                              
To read more and write and unwind.                        
You certainly gave me a lift, which I appreciate.   
Enjoying reading poems definitely eases my mind.

