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Abstract 
Evidence indicates that people with learning disabilities in the UK experience significant 

health inequalities and issues with access to healthcare. This dissertation reports on an 

East Kent Hospital University Foundation Trust (EKHUFT) based participatory action 

research project into the implementation and evaluation of My Healthcare Passport – a 

tool owned and completed by the person to support healthcare professionals provide 

person centred, safe and effective care.  

Participatory action research is aligned with my values of inclusion and emancipation 

and the underpinning paradigms of critical social science and critical creativity. 

A Co-researcher team -made up of people with learning disabilities, hospital clinicians, 

parent carers, care home staff- employed creative practice development and forth 

generation evaluation methods to consult with stakeholders.  

Reflection and review on these results uncovered two journeys relating to the co-

researchers role understanding, and collaborative action, exposing issues of status and 

participation.  

Three spirals of activity have been identified to improve awareness and use of My 

Healthcare Passport, while Information Technology solutions are being explored to both 

safeguard personal details and ensure greater accessibility.  

This study has implications for employing people with learning disabilities, knowledge 

mobilisation in learning disability nursing, monitoring of reasonable adjustments and 

engaging multi stakeholder groups of differing abilities and cultures in research 

activities. 
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Chapter 1 Introduction 
 

This dissertation reports on a participatory action research project into the 

implementation and evaluation of My Healthcare Passport, a tool- primarily owned and 

used by people with learning disabilities- to communicate significant information about 

the owner and the adjustments that hospital healthcare professionals might need to 

make to provide person centred, safe and effective care. It is a record and analysis of 

the journey a team of eight co-researchers experienced in pursuit of the stated aim:-  

“How do I -with co-researchers/practitioner researchers- collaboratively identify, 

implement, evaluate and refine strategies that enable the passport to be used 

effectively in health and social practice in a person-centred way with people with 

learning disabilities.” 

The journey is characterised by two process narratives and outcome findings and results 

of collaborative action employing a participatory action research methodology 

underpinned by critical social and critical creativity paradigms.  

Being a value laden research methodology, the findings are dependent on my personal 

reflections and how I make sense of activities and experiences within the collaborative 

context of a participatory action research, and account for my use of the first person 

within this report. 

The findings – those of  

• Developing cognitive and affective understanding and awareness of the Co-

Researcher role and status challenges (becoming integral to activity) 

• Evolving harmonisation through collaborative activity producing further spirals of 

activity 

And the analysis and synthesis thereof provide a route map for future activity at for 

local action, within my employing organisation, the wider east Kent community, and has 

implications for regional and national policy.  
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It is widely accepted that mainstream healthcare services find delivering person centred, 

safe and effective care and support to people with learning disabilities challenging. 

Social exclusion, health inequalities and issues of access to health services have been 

widely reported since the turn of the century (Mencap, 2004; Disability Rights 

Commission, 2006; Mencap, 2007; Michaels, 2008, PHSO, 2009, Mencap 2012, 

University of Bristol, 2013, Tuffrey-Wijne et al. 2014) and have required independent 

investigation which found health and social care services breaching legislation and 

human rights (PHSO, 2009). While legislation (Human Rights Act 1998; Disability 

Discrimination Act 1995/2005; Mental Capacity Act, 2005; Equality Act, 2010) to 

safeguard the rights and protect potentially vulnerable individuals in healthcare systems 

in place, the above qualitative and quantitative evidence indicates that further 

transformation of the culture is required to ensure adjustments occur and that 

outcomes that are positive, timely and person centred.  

Some solutions which have been implemented to address the inequalities and poor 

patient experiences and health outcomes include; hospital passports (Kent, 2008, Blair, 

2013, Bowness, 2014), hand held personal health profiles (Turk and Burchell, 2003; Turk 

et al, 2010, Bell 2012, Tuffrey-Wijne et al. 2014), communication books (Thurman et al, 

2005), accessible information (Department of Health, 2001, NHS England, 2015), 

learning disability nursing liaison posts (Brown, 2005, 2010, Pugh, 2012, Castles et al 

2013, Tuffrey-Wijne et al, 2014) and improved joint working between specialist learning 

disability services and generic service provision (Backer et al, 2009).  

According to Kent (2008) a hospital passport is a simple tool to enable hospital staff to 

fulfil their duty and improve care provision for people with learning disabilities in 

hospital. In east Kent it was identified that My Healthcare Passport (Marsden, 2012) 

would improve communication, enable choice making, and support collaborative 

practice in the delivery of coordinated care which would be of particular use to hospital 

staff in working with individuals who are unable to give a full verbal history. A large 

public engagement event held in Canterbury in September 2010 provided a mandate to 

create a Passport for people and services in east Kent while a launch event occurred in 
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2012 (see appendix 1). Practice development methodologies (Manley & McCormack, 

2003) were employed to deconstruct and re-create a Hospital Passport (Kent, 2008) for 

people with learning disabilities. A multi stakeholder group including people with 

learning disabilities, hospital staff, family carers and care workers was established, 

which met on a six weekly basis between January and September 2011. The Passport 

was created, and a successful application for East Kent Hospitals Charity funds enabled 

professional design and printing. ‘My Healthcare Passport’ was published in January 

2012 at a public launch, at which point a successful application to Foundation of Nursing 

Studies and General Council of Nursing Trust Practice Based Development and Research 

Programme was made, that supported and facilitated this research project.  My 

Healthcare Passport was made available for free download from the by East Kent 

Hospitals University NHS Foundation Trust (EKHUFT) website, and printed copies can be 

accessed freely via EKHUFT Patient Information.  

The focus of this research project is the implementation and evaluation of My 

Healthcare Passport for people with learning disabilities in east Kent, led by EKHUFT. 

While terminology and definitions vary across the world, this research project is being 

conducted within the UK where the current accepted definition for learning disabilities 

comes from Valuing People (Department of Health, 2001, pg 14). This advises that 

learning disability includes the presence of a significantly reduced ability to understand 

new or complex information, to learn new skills (impaired intelligence), with a reduced 

ability to cope independently (impaired social functioning) which started in childhood 

with a long lasting effect on development.  

As a Learning Disability Nurse I have dedicated my career to the values of social justice, 

inclusion through exploration the facilitation of health and health care in England, and 

more latterly through enablement, empowerment and emancipation. Initially this was 

via working directly with the individual and their family and/carers, which inevitably 

bought me into contact with other healthcare providers in General Practitioner 

surgeries and acute Hospitals, so plans could be put in place to ensure swift effective 

diagnosis and treatment. This activity enlightened me to the difference that my field of 



14 | P a g e  

 

nursing could make, in facilitating person centred healthcare. Initially this was 

characterised by supporting those that might struggle with accessing services in the 

same way as those from the mainstream population, however I also became attuned to 

how small changes to systems can enable staff to be better prepared to anticipate what 

adjustments might be required, therefore improving the experience for the individual 

and any carers or care workers. My current role as a Practice Development Nurse has 

provided a platform to further explore, reflect on and hone my knowledge skills and 

understanding of facilitation to enable others to be proactively prepared to make 

adjustments for people with learning disabilities when they require a service.     

In drawing from these experiences, reflections and values, it was my wont to undertake 

this study collaboratively, supporting and enabling the inclusion of traditionally excluded 

groups into the research arena. As an MSc student, it was an opportunity to grapple 

with research paradigms, methodologies and philosophies at first hand, but do so in a 

healthcare practice environment on a current context driven issue. Also implicit in this 

activity is my contribution to – what has been recognised (Northway et al, 2006, 

Griffiths et al, 2007) – as a dearth of research by, for and about Learning Disability 

Nursing.  

 

This report is structured into seven chapters. This – the first – advises of the shape of 

this report, and introduces the tool in question – My Healthcare Passport, the personal 

and professional rationale for undertaking the activity and the methods selected to do 

so.  Chapter 2 examines the evidence and literature relating to the health passports and 

patient held records for people with learning/intellectual disabilities, dementia and 

cognitive impairment – defining what a health passport is, its purpose, who might use 

one, why and what the benefit might be.  

The third chapter explores critical social theory and naturalistic paradigm underpinning 

the selected methodology; that of participatory action research, and how this is aligned 

and in keeping with the political and pragmatic rationale for the employment of this 

methodology to consider the aims and objectives of this research project.  
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The fourth chapter presents the study’s methods and design referring specifically to the 

issues associated with being an insider researcher, exploring perceptions of quality in 

participatory action research and the implications these have on the project design, and 

the planning and data collection methods and how this was analysed. This chapter 

concludes with the findings, analyses and a positing of two journeys through the 

research project, those of  

• Developing cognitive and affective understanding and awareness of the Co-

Researcher role and status challenges (becoming integral to activity) 

• Evolving harmonisation through collaborative activity producing further spirals of 

activity 

The fifth and sixth chapters articulate these journeys, drawing on the data sets for 

evidence, the literature to make sense of them offering new insights and 

recommendations, while chapter seven draws conclusions and recommendations from 

this this critical reflection of research in practice. 
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Chapter 2 Literature Review 

Review Strategy 

There are many resources for conducting quality literature searches to generate 

contemporaneous topical and reliable outcomes, however technological advances in the 

management of library systems and access to sources of evidence in all its forms 

requires current personal knowledge of the search strategies.  

Booth et al (2010) advise that those attempting a review will want to achieve the right 

balance between sensitivity and specificity. While logic suggests that the reviewer will 

want to be as specific as possible, Booth et al (2010) advise that this risks missing 

important studies from the review and therefore there may be a question of the reviews 

validity, credibility and comprehensiveness. However if the question and search 

synonyms are not specific enough –or overly sensitive- the reviewer will find themselves 

reviewing a large number of papers. 

For this review - “The implementation and evaluation of My Healthcare Passport”, it 

could be assumed that the amount of material may be limited and as such rather than 

consider the adding synonyms that might further specify the subject, it will be important 

to ensure that any additional search words enable greater sensitivity to the search and 

therefore gather further articles. To this end rather than limiting the search using 

variables such as date, definitions of the target population require consideration.  

As the central theme of the search the term ‘Health Passport’ has been synonymous 

with people with learning disabilities in the UK for some years as a ‘patient held record’. 

Within this search some consideration was made to similar tools used in other health 

systems and for other groups of people, as this was likely to offer greater distinction and 

definition to the tools used with people with learning disabilities and the tool that is the 

focus of this study.  

While in the UK learning disabilities has a standard definition (Department of Health, 

2001) that of this is not the same for the rest of the world. Comparative terms used in 

much of the western world include “Intellectual Disability” (Schalock et al, 2010), and 

“Mental Retardation” (Luckasson et al, 2002) as such these synonyms have been added 
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to the search, regardless of the definitions and acceptability within the UK, as it is 

expected that the use of these terms will provide further studies for inclusion in the 

review. Also vital to the specificity and sensitivity of the search is to include “Health 

Passport OR Patient Held Record”, “Learning Disabilities OR Intellectual Disabilities OR 

Mental Retardation OR Cognitive Impairment” Booth et al (2010) refer to these latter 

search words as methodological search filters. 

Murphy et al (2008) advise the use of Boolean operators ‘AND’ and ‘OR’ to control the 

relationships between the search concepts. Murphy et al (2008) observes there are a 

number of nursing databases that have different coverage of sources. Morrissey et al 

(2001) advise that Nursing literature has spread into medical and social sciences and as 

such in considering the selection of database the nurse researcher ought to refer to 

ASSIA, CINAHL, JSTOR, MEDLINE, Sage Journals and Wiley online library. See Table 1 for 

the search terms, sources and results, while in appendix 2 details of the articles 

reviewed. The search for “Health Passport OR Patient Held Record” produced 311 

results. The second search for “Learning Disabilities OR Intellectual Disabilities OR 

Mental Retardation OR Cognitive Impairment” produced 74,088 results, by combining 

these searches 12 results remain.  

Other web based databases are also available, Murphy et al (2008) suggest Nursing, 

Midwifery and Allied Health Professions (www.nmap.ac.uk) is a good source, while this 

ceased collecting and collating resources in 2011, the database is still available for 

search use.  

Murphy et al (2008) also advises searches of ProQuest’s database for Nursing 

Dissertations and the Index to Theses, while Booth et al (2010) suggest a search of 

European Grey Literature on OpenSIGLE. Having conducted a search using the synonyms 

outlined above one further thesis was sourced.  

Booth et al (2010) advise that other sources of literature ought to be considered, 

particularly if searches identify articles that are not available via university licences. It 

could be suggested that minority or specialised subject fields such as people with 

learning disabilities and action research may produce journals that are not available 
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either through licence or having been published prior to digitisation. As such specialist 

libraries that historically have carried these journals – locally this resides in Maidstone – 

may be worth visiting to conduct a search by hand. Allied to this, some referenced 

theses and grey literature identified through the above databases are not always 

available in full text; as such Murphy et al (2008) advise that direct contact with the 

authors will be important to ensure the comprehensiveness of the sample for 

assessment of quality. Through these search methods eight more sources of evidence 

became available.  

As previously observed, methods for searching require regular review and the rise of 

digital professionalism (Cooper & Craig, 2013), and sharing of evidence via social media 

(Chinn & Moorley, 2015, Richardson et al, 2016) five other potential reference points 

became available although these are not entirely aligned to the search synonyms. 

Richardson et al’s (2015) article outlines a thematic analysis of a live conversation on 

social media platform Twitter, as such Google searches provided three references to 

Web blogs based on organised Twitter conversations aligned to the search synonyms 

that will be included in the search.  

Overall, this search considers the evidence taken from 24 sources which can be further 

broken down by patient group – for use with people with learning disabilities and those 

with specific healthcare conditions. 
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Booth et al (2010) advise for accuracy, records of searches and the strategy employed 

should be kept to help avoid duplication, this data should include the date of the search, 

the sources, the terms and the number of references retrieved. Paterson et al (2001) 

concur advising these records will enable the reviewer to establish a realistic inclusion 

criteria which would consider the study population, the timeline of the publications for 

review, and the nature of the disciplines to be represented, and which methodological 

features should be present – see Appendix 2  for an outline of this.
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Methods and methodology 

Appendix 2 identifies four primary research reports (Bell, 2012, Turk et al, 2010, 

Glaysher, 2010, Riesma et al, 1997) – one randomised control trials, one cluster 

randomised trial, and two reports of service development work influenced by action 

research principles. There was one example of secondary research a systematic review 

(Ko et al, 2010) of the use of passports with people with long term conditions, and nine 

examples of good practice and development of practice reports (Brodrick et al, 2011, 

Shield et al, 2013, Duffin, 2013, Blair, 2013, Blair 2011, Kent, 2008, Vaczy et al, 2011, 

Dijkstra, 2008, Horowitz et al, 2009). One commentary (Heslop et al, 2012,) on an above 

article, one service standard document (Bowness, 2014), six references to health 

passports were made of varying degrees of importance to the main body of the article 

(Read & Johnson, 2012, Southgate, 2013, Nazarjuk et al, 2013, Burke, 2012, Evan et al, 

2012, Nurchat, 2013 

Two examples of where health passports were the subject of social media conversations 

with interpretative blogs were written (WeLDNurses, 2013 & 2015). 

What is a healthcare passport? 

Within the literature reviewed two cohorts of patients were identified, people with 

learning disabilities, which make up 18 of the sources, the rest concern those with 

specified healthcare conditions, including one systematic review of the effectiveness of 

the passports in healthcare which draws upon evidence from diabetes, oncology, mental 

health, arthritis, stroke and palliative care. There are commonalities of passports across 

both sets of literature, and specific distinctions which will be examined in further detail.  

Throughout the literature it can be observed that the passport is held and owned by the 

person - the user of the service. The passport contains key personal information for 

healthcare professionals, and is a communication tool.  
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Ownership & Environment 

Use of a Passport or ownership has been indicated by the individual’s particular 

healthcare issue and the healthcare provider’s invitation to test out or use the tool. This 

has been predicated and designed around the specific needs of people who have that 

individual healthcare issue. For instance the earliest article considered in this review 

(Riemsma et al, 1997) report on development and use of a passport with rheumatoid 

arthritis, which appears to have been conceived with the complexities of coordinated 

multi-disciplinary working in mind. In this case the owner’s passport contains key 

personal information which is carried to the various members of the multidisciplinary 

team to have their corresponding professional input into their report. This information 

is then communicated to the next professional to review and synthesise into their 

assessment and recommendations. Ko et al’s (2010) systematic review appears to 

confirm this by indicating the commonalities of the fourteen studies that were 

synthesised; each had blank sections for healthcare professionals to input updated 

clinical information, see Figure 1’s graphical representation of this. 

 

While the literature that concentrates on people with learning disabilities concurs 

indicating that the passport is owned by the individual with learning disabilities, several 

sources (Kent, 2008, Glaysher, 2010, Bell, 2012, Heslop, 2012, Shield et al, 2011, 
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Broderick, 2013, Duffin, 2013) widen this ownership to the individual, family member or 

care home support worker consistent with the aforementioned definition of Learning 

Disability (Department of Health, 2001) and the impact on ability to function 

independently. While the tool also contains key information and is a communication 

tool, indications (Glaysher, 2010, Bell, 2012) suggest the passport tends to be completed 

by the individual, family and care home worker, and passed on to the healthcare 

professional – in this case the admitting Doctor or Nurse, for them to integrate the 

personalised information into their plan of care. Therefore the distinction here appears 

to be that the health passport for people with learning disabilities as it is described in 

the literature, relates to the environment in which it is employed, primarily as an 

inpatient in an acute hospital – see figure 2 for a graphical representation. 

 

While both sets of literature indicate that the receiving healthcare professional and their 

use of the information is key, the literature pertaining to people with learning 

disabilities, indicates that the information contained is completed by families and carers 

and tends to be static (Kent, 2008, Glaysher, 2010, Bell, 2012, Heslop, 2012) and not 

added to by healthcare professionals in this environment. While Kent (2008) makes 

reference to the tool being something that is used episodically, suggesting that it may 
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need updating for each Hospital admission, whereas in the non-learning disabilities 

literature, the health passports are updated continuously primarily by health 

professionals. 

 

Implications 

It could be suggested that these distinctions in the literature are a reflection of the 

health issue themselves, for instance Glaysher’s (2010) service development project 

report indicates some of the significant issues for hospital nurses in caring for people 

with learning disabilities, these include understanding and responding to 

communication and behaviour, establishing a rapport, and providing information in a 

way that they could be understood. As such these elements are relatively stationary, 

compared to Dijkstra et al’s (2008) report on introducing a health passport for people 

with diabetes, where the focus of their work included tracking results, recording 

treatments, setting goals and providing information. 

This distinction offers two insights into the definition of learning disabilities that poses 

unique challenges for healthcare services. Firstly, the established and agreed definition 

of learning disabilities can be found in Valuing People (Department of Health, 2001, p14) 

and is a composite of perspectives: -  

“A significantly reduced ability to understand new or complex information, or learn 

new skills (impaired intelligence), with; a reduced ability to cope independently 

(impaired social functioning); which started before adulthood, with a lasting effect on 

development.” 

This last element can indicate that post childhood development, the learning disability 

and how it might appear for an individual will remain relatively static throughout an 

adult life, and any specialist support required will be related to managing to live 

independently in day to day society, and in handling significant life events such as using 

healthcare services and in particular being admitted to hospital. 

Secondly, the nature of learning disabilities is not adequately considered from the 

medical model perspective and demands a holistic viewpoint which is not always 
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satisfactorily acted upon in an acute hospital setting (Michaels, 2008). Even in 

considering a learning disability as a co-morbidity over which a significant health issue 

might reside causing an admission to hospital it is challenging to fully realise how the 

two might interact, and how we might respond to both.  

These observations are resonant in the structure and use of the different types of 

healthcare passports. The only tool that attempts to integrate the two is considered in 

Turk et al (2010) study using a personal health profile with people with learning 

disabilities which attempts to empower the user to know about their own health and 

service provider to know about patient need. 

 

 

How are Healthcare Passports for people with learning disabilities used? 

The review of the literature – highlighted in green in appendix 2 – was themed (Dixon-

Woods et al, 2010) – the results of which is in appendix 3 - to identify three main uses of 

the health passports from the literature. These include: - Improving communication and 

providing key user information, Legal, and organisational drivers and facilitating whole 

system collaboration. 

 

1) Improving communication and providing key user information indicates the 

sharing of pertinent individual information to support healthcare professionals 

to provide care that is based on their personalised wants and needs. As such this 

can be considered a tool for use by frontline staff working with the owner or 

user of the passport. The majority of evidence (Glaysher, 2010, Bell, 2012, Duffin, 

2013) for Health passports for people with learning disabilities reference the 

original Gloucestershire model which contain information which is rated by 

traffic lights colours – red, amber, green. This detail ranges from red section that 

contains essential personal demographic information and significant urgent 

medical information such as allergies, to amber section which identifies 

significant health information and activities of daily living and the adjustments 



25 | P a g e  

 

under the Equality Act 2010 that are required, these include communication of 

pain, eating and drinking, and using the toilet. The green section refers to 

owners likes and dislikes and is intended to enable the healthcare professional to 

build some sort of picture if that patient is unable to articulate these elements. 

As the owner, families and care workers have the greatest expertise to answer 

these questions, evidence (Kent, 2008) observes that the tool can be filled in 

prior to admission in preparation, and shared with staff. It could be posited 

therefore that this information is holistic and person centred, enabling 

healthcare professionals to provide person centred care (McCormack & 

McCance, 2006). 

 

2) Legal, and organisational drivers 

Throughout the literature, authors have posited that improvements- either 

assumed or evidenced- would fulfil organisational and legal requirements. In 

Read & Johnson (2012) the use of the health passport is a significant element in 

their organisations risk management planning as it is a tool for extracting person 

centred information. Blair (2013) concurs indicating that as the tool provides 

person centred information and reduces risks, it has a significant part to play in 

NHS organisations patient safety activities (Illingworth, 2015). Blair (2013) goes 

on to further link the employment of the healthcare passport to reductions in 

the organisational risks of questionable practices under the Mental Capacity Act 

2005 highlighted by CQC (2014). This is further supported by Kent (2008) and 

Evan et al (2012) reports make reference to reducing vulnerability in hospital 

care, which indicates reference to safeguarding and support decision making. 

Throughout the literature sources the healthcare passport is identified to have a 

significant educational function. Nazarjuk et al (2014) & Southgate (2014) have 

used the tool to engage students in their simulation education with people with 

learning disabilities, while both Turk et al (2010) and Riemsma et al (1997) both 

cite an educational and enabling function that the passport can play for the 
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owners, and the healthcare professionals that might use it. Indeed Bell (2012) 

develops this idea observing from her primary research project that the passport 

had the impact of disseminating and embedding new practice within the 

organisation, which implies that the health passport has a cultural impact raising 

and sustaining awareness of people with learning disabilities in the healthcare. 

WeLDNurses (2015) cited the 79 versions of health passports across the UK as an 

indication that the tool had a national appeal, and as such ought to be integrated 

in all mainstream healthcare practitioner education programmes enabling their 

better use. 

3) Facilitating whole system collaboration 

Distinct from the first theme, the literature identifies the passport offers users 

the opportunity to provide person centred care across organisational 

boundaries. The widened ownership of the health passport (Kent, 2008, 

Glaysher, 2010, Bell, 2012, Heslop, 2012, Shield et al, 2011, Broderick, 2013, 

Duffin, 2013) outlines that family, carers, care workers and community health 

and social care professionals are all influential stakeholders in the care of the 

person with learning disabilities when in hospital. The implication being that all 

stakeholders need to be aware of the admission to an acute ward, need to be 

engaged in collaborative and person centred care provision, and be coordinated 

to undertake actions identified. 

While the original Gloucestershire passport model referred to in the literature 

(Kent, 2008, Glaysher, 2010, Bell, 2012) did not have areas to collect this type of 

detail, Bell (2012) outlines adaptations that were made in her local area to the 

tool to harness this detail with a view to support with discharge planning. 

Brodrick (2013) develops this idea indicating that the passport has the propensity 

to enhance the relationships of those stakeholders both with the patient, but 

also with each other. While Glaysher (2010) indicated that staff found the 

passport reduced time pressures and helped with accessing specialist support. 

This indicates some catalyst properties, enabling hospital staff to be more 
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responsive to plan and coordinate care more effectively across organisational 

boundaries.  

 

Summary 

This literature review has used contemporary and evidence based methods to identify 

relevant sources with which to examine the nature of the health passport. The 

knowledge base unsurprisingly indicates health passports for people with particular 

health conditions, which is held or owned by the person – a person held health record. 

The tools appear to have been shaped by the health issue for which they have been 

issued, and as such have distinctly different uses. For people with learning disabilities 

the Health Passport is owned, completed by the individual, with support from the 

family, carers and care workers, as such it offers person centred information. It is an 

episodic tool primarily used for hospital admissions to enable Ward staff to make 

adjustments to the care and support they offer. The evidence indicates that the tool can 

contribute to safe practice, safeguarding rights and supporting informed decision 

making, impacting on the knowledge of healthcare professionals and the culture of the 

organisation. The literature indicates that some forms of health passports can catalyse 

collaborative and coordinated care through gathering the demographic information of 

the passport owner’s stakeholders.  

This review indicates growing evidence of a belief that health passports can and do 

make a difference for many groups of people; this is particularly the case for people 

with learning disabilities in the UK. However apart from Bell (2012) and Glaysher (2010) 

there is little evidence for how this occurs and whether this belief is realised. 

Of the primary research studies, three apply directly to people with learning disabilities, 

Turk et al (2010) conducted a cluster randomised trial, and found little effectiveness and 

negligible sustainability while Bell (2012) and Glaysher’s (2010) work are service 

development activities referencing action research principles. With this in mind it could 

be argued that a participative, collaborative approach to implement, sustain awareness 
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and use of a healthcare passport, and to gather data as to its usage would be of benefit 

both to the local area that is undertaking the work and to the wider knowledge base. 
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Chapter 3 Paradigm and Methodology 
 

Participatory action research is primarily concerned with exploring ‘how’ questions, in 

this case  “How do I -with co-researchers/practitioner researchers- collaboratively 

identify, implement, evaluate and refine strategies that enable the passport to be used 

effectively in health and social practice in a person-centred way with people with learning 

disabilities.” As such the methodology is concerned with using rigorous, systematic 

cycles of action, reflection, planning and study with the intention of delivering changes in 

practice, contributing to the knowledge base, and being able to evidence some 

transferability to other practice contexts. Authors (Koch & Kralik, 2006, Coghlan & 

Brannick, 2010, Bradbury & Reason, 2006) state that this ought to be a collaborative 

pursuit and previous employers of the methodology – in particular writers concerned 

with women’s role in society (Oakley, 1981, Webb, 1990) and those concerned with 

ethnicity and culture (Morano, 2015, Ares, 2015) have proved its worth in democratising 

the research arena, encouraging and enabling access to the domain. Pioneers in the 

learning disability field have provided inspiration for this collaborative inquiry through 

their work in participatory action research with people with learning disabilities 

(Walmsley & Johnson, 2003, Llewelyn & Northway, 2008, Flood et al, 2012). This 

intentional action toward emancipation is aligned to my values and is underpinned by 

critical social theory as such it is appropriate to examine critical social theory and 

theorists (Habermas, 1972, Fay 1987) acknowledging some of the paradigmatic 

developments through naturalistic inquiry (Lincoln & Guba, 1985) and critical creativity 

(Titchen & McCormack, 2006) as these are influential in practical implementation of this 

participatory action research project. The methodology will be considered, along with 

the rationale for its employment and the issues that previous researchers have identified 

to manage to ensure a project of the highest quality. 

Critical Social Theory as the underpinning paradigm 

Participatory action research is underpinned by critical social theory which can be found 

in debates as far back a Greek thought (Adams, 1970), however is was the Frankfurt 
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School that drew together Kantian theories of knowledge and Freudian and Marxist 

ideas of contemporaneous society. While the first generation of critical theorists 

explored the possibility of creating an organisation which makes justice, reason and 

freedom a possibility (Marcuse, 1964), Habermas (1972) sought to critique the 

established paradigms of knowledge and understanding, in particular the positivist 

notion of ‘science’s belief in itself’. He observed that science offers one kind of 

knowledge amongst others, and therefore could not be considered to define the 

standards on which other knowledge is measured. Habermas (1972) also questioned 

whether reality could be considered completely objective or neutral based on how this 

is shaped by human interest. 

Lincoln & Guba (1985) further this consideration by asserting - in their forthright 

advocation of a post-positivism era - five axioms of what they title the naturalistic 

paradigm, see figure 3. 

 

This naturalistic paradigm identifies that inquiry can never be objective in its purest 

sense and therefore the inquirers values ought to be harnessed, whilst also adding 

mutuality to the inquiry. The context and interaction is crucial to the value of the 

naturalistic inquiry, and that based on the dynamic and complex nature of the inquiry. 
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This form of inquiry is best inductively positing new ideas and theories as, than testing 

old theories and ideas is considered an obsolete activity. This indicates that each inquiry 

is unique, offering a rationale for any researcher to be methodical and systematic with 

the study. This has to be balanced with Schon’s (1983) that this inquiry is conducted in 

the real world and as such those involved in the inquiry would require a pragmatic 

approach. This balance will be important to achieve the stated outcomes of this 

research project.    

Habermas (1972) posits that human knowledge is made up of three interests, technical, 

practical and emancipatory – see table 2. The former is knowledge or information that 

will enable the possessors to have control. In the practical domain the possessors have 

an understanding of the human elements, the social constructivist elements that make 

up the social reality. This interpretive understanding or practical interest can therefore 

generate knowledge that can guide practical judgement, which guides the significant 

outputs of participatory action research, which in turn offers steer as to the activity of 

this project, whilst also providing an underpinning on which activity can be made sense 

of. Habermas (1972) goes onto identify emancipatory interest goes beyond that just 

interpretation or comprehension, but is concerned with the communication of these 

results in social action. Critical Social Science is concerned primarily with emancipatory 

knowledge.     

Carr & Kemmis (1986) observe that critical theorist’s reinterpreted Aristotle idea of 

praxis that of ‘making’ to ‘doing’ or informed action, indicating a dynamic link between 

thought and action (or theory and practice). The one element of this that remains fixed 

is ‘phronesis’ or the propensity to act truly, rightly, prudently and responsive to the 

situation. Phronesis is considered a disposition, a value base, and ethical code that can 

be observed and expressed through ‘praxis’. Working collaboratively toward a shared 

goal has many ethical considerations, particularly when we are considering engaging 

populations who have traditionally been excluded from the research arena. Phronesis 

and praxis will be constants throughout this project and will require examination and 

planning to ensure collaborative actions toward the 
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aims and objectives.  

 

 

Carr & Kemmis (1986) therefore observe that critical social science serves an 

emancipatory interest in freedom and rational understanding. 

In this context, critical social science moves beyond interpretation and illumination of 

social problems and issues into overcoming these. In doing so Habermas (1972) tries to 

produce a critical social science that can demonstrate why these distorted and 

anachronistic self-understandings exist and how they can be corrected.  

Fay (1987) further develops these ideas identifying that critical social science 

encapsulates the scientific, critical, practical and non-idealistic, and therefore must 

consist of a complex of theories which are related to each other. Fay (1987) advises that 

these consist of theories of false consciousness, crisis, education and transformative 

action. 
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Table 3 Fay’s (1987) Complex of theories making up Critical Social Theory. 

Theory of False 

consciousness 

1) Demonstrates the ways in 

which self-understanding 

of a group of people are 

false  incoherent or both 

(Ideology Critique)  

2) Explains how the 

members of this 

group came to 

have these self 

mis-

understandings  

3) Contrasts them with 

an alternative self-

understanding 

showing how this 

alternative is 

superior 

Theory of crisis 4) Spells out what a social 

crisis is 

5) Indicates how a 

particular society 

is in crisis 

(consultation, 

threats to 

cohesion societal 

organisation & 

members self-

understanding) 

6) Provides a historical 

account of the 

development of this 

crisis and partly in 

terms of the 

structure of society  

Theory of 

Education  

7) Offers an account of the 

conditions necessary & 

sufficient for the sort of 

enlightenment envisioned 

by theory  

8) Shows that given 

the current social 

simulation these 

conditions are 

satisfied.  
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Theory of 

Transformative  

action 

9) Isolates those aspects of a 

society which must be 

altered if the social crisis is 

to be resolved  

10) Details a plan of 

action indicating 

the people who 

are to be the 

carriers of the 

anticipated social 

transformation & 

some general idea 

as to how they 

might do this 

(Creativity – 

According to 

Mccormack & 

Titchen, 2008) 

 

The body 11) Develops an explicit 

account of the nature and 

role of the inherited 

dispositions and the ways 

in which knowledge is 

embodied 

12) Points out how 

embodied 

knowledge is 

created without 

reaching 

consciousness 

13) Spells out the limits 

which inherited 

dispositions and 

embodied 

knowledge place on 

transformative 

action 
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Tradition 14) Identifies which parts of a 

particular tradition are, at 

any given time changeable 

15) Identifies which 

parts of a 

tradition are, at 

any given time 

not changeable or 

worthy of change. 

 

Power 16) Develops an account of 

the conditions and use of 

power in a particular 

situation 

17) Explicitly 

recognises the 

limits and 

effectiveness of 

critical theory in 

certain situations 

of power 

 

Reflexivity 18) Explains one’s own 

historical tradition and 

makes explicit one’s own 

biases and prejudices in 

particular contexts  

19) Does not pretend 

that any one 

change is able to 

capture the 

essence of 

emancipation  

20) Offers an account of 

the ways in which 

any change is 

contextual and 

incomplete. 

 

Fay (1987) went on to observe that each of these theories and sub theories must be 

present and interrelated in a consistent and systematic way that a theory of social life 

can properly be called ‘critical’, as it is only when all these are present that the theory 

can explain, criticise, and mobilise in the way that critical social science must. 
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Fay’s (1987) theory of critical social science is predicated on a crisis in a social system, 

that the crisis was at least partly caused by false consciousness of those experiencing it 

and that is amenable to the process of enlightenment that this leads to empowerment 

and emancipation enabling a new found self-understanding, alleviating suffering through 

altering its social arrangements. It is these three E’s -enlightenment empowerment and 

emancipation - that Manley et al (2005) seek to apply to healthcare services. This 

provides and underpinning for McCormack et al’s (2009) definition of practice 

development as a methodology for person centred care.  

However several commentators have rounded on the acknowledged idealism of initial 

forms of critical social theory, branding it as naïve (Segal, 1999) and as consequence has 

caused a retreat from stronger versions of critique which has led to a diluted and timid 

version. While Sayer (2009) goes further indicating that this is due to a perceived 

uncertainty as to the nature and rationale of critical social science, implicating modernist 

attitudes to values and ethics being beyond reason, which in turn has left a void in place 

of discussion and debate about the nature of human flourishing and wellbeing. 

McCormack & Titchen (2006, Tichen & McCormack, 2008, Tichen & McCormack, 2010) 

draw on this void in Fay’s (1987) conception of critical social theory through their work 

in emancipatory practice development and action research identifying the complex of 

theories presented in the Table 3 cannot satisfactorily underpin their practice either 

philosophically, theoretically or methodologically. They present a synthesis of paradigms 

positing that sub theory 10 relating to social action is where human creativity is 

conceived and can then spiral out throughout the interrelated processes, which then 

accounts for flourishing and wellbeing.  

Deforge et al (2011) amongst many other researchers have employed critical social 

science as an underpinning methodology as it provides mitigation against suffering, and 

movement toward emancipation. Fay’s (1987) dynamic and complex processes & 

McCormack & Titchen’s (2006, 2010) addition of creativity to these process outlined 

above provide an opportunity for individuals and groups to reflect on their social 

situations and environments and to identify the restrictions and barriers and to 
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overcome them. This is particularly significant for those groups who experience stigma. 

Werner et al (2012) identify cognitive, emotional and behavioural aspects to stigmatised 

groups; these translate as stereotyping, prejudice and discrimination, all of which will 

only be reinforced if not challenged. Researchers and commentators (Ali et al, 2008, 

Jahoda et al 2004, Edgerton, 1967, Scior et al, 2015) have observed people with learning 

disabilities have been a traditionally excluded and stigmatised group. Along with this 

Ashley (1976) and more recently Dong et al (2011) have considered Nursing as a 

stigmatised profession, oppressed by traditionally paternalistic professions such as 

management and medicine. Roberts (1983) identifies that without challenge the 

oppressed can internalise the value base of the oppressors and subsequently oppress 

other groups. It is pertinent to observe that in this context; according to the Royal 

College of Nursing (2016) Learning Disability Nurses is by far the smallest branch of 

nursing numbering 3762 working in the NHS in England.   

Figure 4 indicates how Fay’s work can challenge the elements of stigma through 

activities to enlighten, empower and emancipate. To do this a participatory action 

research will be employed. 
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Summary & relevance to this study 

Through Habermas’s (1972) critical social theory the interpretation of Aristotle’s idea of 

praxis and phronesis, and the Frankfurt School’s conception of critical theory provided a 

significant paradigm shift within which human flourishing and wellbeing can be found 

through McCormack and Titchen’s (2006) positing of critical creativity. When viewing 

stigma through this world view, pragmatic opportunities become available to take 

creative action to transform oneself, one’s community and society at large.  

To this end this paradigm provides an ideal world view to explore the question that this 

study proposes, that of:- 

“How do I -with co-researchers/practitioner researchers- collaboratively identify, 

implement, evaluate and refine strategies that enable the passport to be used effectively 

in health and social practice in a person-centred way with people with learning 

disabilities.”  

In this context a participatory action research methodology is selected to undertake this 

research for the following reasons:- 

• Participatory Action Research enables collaborative exploration with individuals 

and groups who have previously experience exclusion from the research arena. 

As such this is considered a mutual endeavour, researching with people with 

learning disabilities, family carers and nurses, as opposed to researching on or 

about them. 

• Critical social theory and critical creativity provide a route to challenge stigma of 

stereotyping, prejudice, and discrimination and assert an individual’s rights to be 

included within society. 

• As has been identified through the examination of critical social theory and 

critical creativity, this methodology is concerned with action that can transform 

practice and emancipate, consistent with my values and beliefs. 

• Participatory action research methodology through the spiral processes enables 

the researchers to develop an understanding of the use of the Passport, enabling 
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researchers and practitioners, and to develop and refine theory relating to the 

passport.  

• At time of writing no studies had employed this methodology to study this 

subject. 

 

Participatory Action Research 

According to Manley & McCormack (2004) action research has three purposes, to 

develop practice, to enable practitioners, and to develop and refine theory. Meyer 

(2000) concurs advising the strength of action research is in this generation of solutions 

to practical problems through what empowering practitioners.  Koshy (2010) goes on to 

observe that participatory action research is a method for improving practice that it is 

flexible to encourage practitioners to reflect on their own practice while also 

encouraging collaborative inquiry, and is context and situation specific. This latter phrase 

is important as it considers what McCormack & McCance (2010) refer to as work-based 

culture. Koshy (2010) states that as a collective endeavour, reflection on and in action 

allows for new knowledge to be generated that can be employed at the point of 

application.  

Grundy (1982) makes distinctions in action research based on the Habermas’s (1972) 

interests in human knowledge, those of technical, practical and emancipatory. The 

former identifies that these projects are often lead by people in perceived authority, that 

they are concerned with more effective or efficient practice, and while what is created is 

used during the lead’s tenure, things often revert when the lead is not there. In Grundy’s 

(1982) example of practical action research, it is indicated that the researcher on their 

own is less able to differentiate on the action to be taken and is prone to self-deception, 

along with systemic and team difficulties in operationalising the ideas. In this case, 

Grundy (1982) recommends a group endeavour with a facilitator identifying through 

reflection and deliberation a plan to act, act and review.   

There are some areas which will not succumb to this collaborative intent because of the 

strength of the system, where the combination of theory enlightenment and action 
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creates a dynamic relationship between theory and practice through a conduit or 

facilitator, creating critical theorems. Grundy (1982) goes onto observe the facilitator has 

the responsibility to introduce the co-researchers to theory to support the formation of 

the critical theorems, the facilitator support the communication to allow enlightenment 

to occur.  

Based on this Grundy (1982) outlines the significance of the facilitators ability to organise 

the enlightenment which is dependent on the participant’s intent and reflection through 

discussion.  

 

These observations on participatory action research provide a useful rationale as to the 

methodology to approach the research aims and objectives as it enables inclusivity 

within the inquiry, it will allow the co-researchers to explore the issues, identify and 

resolve barriers, and will enable, enlighten and emancipate those involved as observed 

by the critical social scientist Fay (1987).  This is achieved through Carr & Kemmis’s 

(1986) aforementioned adaptation of Lewin’s (1946) circle of action research which 

involves diagnosing the issues and planning, followed by implementation, evaluation of 

the strategy and – of greatest significance – reflection and re-strategising ready to re-

spiral (see figure 5). 
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McNiff & Whitehead (2011) elaborate on the practicalities of the methodological 

distinctions of action research. Ontologically, action research is laden with the values of 

those conducting the research, as such is morally committed and is in relation with 

others in their social contexts. While positivist forms of inquiry are notionally value free, 

action research is done by those trying to live in the direction of their values. In this 

context, my personal values of inclusion, inquiry, and emancipation have been implicitly 

and explicitly outlined in preceding explanations of the project along with reflections 

identified in appendix 7 & 10 and will be explored in greater detail throughout this 

report. 

Whitehead (1989) refers to action researchers being living contradictions as while they 

carry their set of values, but may not always live according to them. McNiff & 

Whitehead (2011) indicate that even in individual inquiries the investigation involves 

others who have values of their own. McNiff & Whitehead (2011) go on to advise that 

within the spirals of reflection, action researchers will aim for praxis – a purposeful and 
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morally committed practice - where they can hold themselves accountable for their 

choices. A collaborative inquiry such as this requires researchers to reflect on their own 

skills, knowledge and opportunities to contribute to the project; the latter is significant 

in the ethical and contexts of working together, while also seeking to influence 

stakeholders. Differences of opinion are accepted in this context; the task for the 

researchers is finding ways of living in the direction of their values while being with 

those that may not share the same ethics. The power bases and boundaries that we -as 

individuals – perceive, and pertinently the barriers to those selected to become 

researchers encountered in obtaining equal status.  

Within this context participatory action research offers a practical framework and 

protected space and time to examine social norms, systems and values, enabling 

participants to access the research arena and to provide opportunities to experience 

and consider practical, technical and emancipatory aspects of critical social theory. 

There are significant practical considerations of this venture, not least the challenges of 

engaging participants in their assumptions and preconceptions, those of other 

participants that make up the false consciousness (Fay, 1987). This can be a frustrating 

and challenging process that can encounter personal and group resistance; anchored in 

Freudian psychology, Fay’s (1987) complex of theories acknowledge this in the theory of 

crisis, in practice this will require praxis anchored in phronesis. Titchen & McCormack 

(2006) injection of creativity can allow the participants to explore safely, respecting each 

other’s values and beliefs and employing support and challenge to enable human 

flourishing.    
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Chapter 4 Methods & Design 

Insider researcher 

McNiff & Whitehead (2011) make a distinction between insider and outsider 

researchers. Traditionally social scientists tend to stand outside a situation, asking 

questions about what other populations of people are doing in particular contexts. 

Aligned with the aforementioned paradigmatic underpinning (Habermas, 1972, Fay, 

1989, Titchen & McCormack, 2006) and previous examples of participatory action 

research involving people with learning disabilities (Walmsley, 2004, Llewellyn & 

Northway, 2008, Johnson, 2009, Walmsley & Mannan, 2009, White & Morgan, 2012, 

Flood et al, 2012) indicate that action researchers are often portrayed as insiders, as 

they see themselves as a necessary part of the context of the inquiry.  

Vygotsky (1962) initially identified the concept of social situatedness, which Costley et al 

(2010) indicates is the interplay between the agent – in this case, myself, the situation – 

the Co-researcher team and the context – the research goals, the environment and 

background. Costley et al (2010) go on to outline the many advantages of undertaking 

research as an insider, those of the researcher’s expertise, and investment in local 

issues, their access to the relevant expert stakeholders; it is also suggested that insiders 

are less likely to encounter ambiguity, and more able to unravel the complexity involved 

in the subject.  

Situatedness also has implications for the insider researcher being a practitioner. This 

methodology enables the insider researcher to learn reflexivity and praxis from their 

research enabling integration into their own practice, in a way that traditional forms of 

research do not enable or allow. Groundwater-Smith & Mockler (2006) identify that 

practitioners engaged as insider researchers are better able to move seamlessly 

between theoretical and practical knowledge, enabling creative approaches to 

supporting the journey from false consciousness to crisis and into transformative action. 

Long et al (2016) question agreed definitions and perceptions of the insider/outsider 

researcher’s distinctions suggesting that ‘insiders’ evaluate to see if data is applicable to 

the local community, while ‘outsiders’ identify if the findings are consistent with the 
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wider research knowledge base. Nyman (2015) indicates that this could reflect a 

clinician – academic split, while Nakata (2015) develops this distinction, placing it in the 

form of a continuum. In both cases the insider action researcher is the facilitator and 

spans the boundary between these two key roles. This resonates with Promoting Action 

on Research in Health Services (Rycroft-Malone, 2004, Rycroft-Malone et al, 2013) 

model (PARiHS), placing the facilitator as the vital link between evidence in all its forms 

and the research context; where the facilitation role is that of the insider researcher. 

Milligan (2014) terms this differently indicating in participatory approaches – such as 

participatory action research – boundaries between the researcher and researched 

dissolve, theoretically integrating insider and outsider researcher, into what she terms 

an inbetweener, which has similar characteristics of the facilitator in Rycroft-Malone et 

al’s (2013) model.  

Williamson et al (2012) outline theoretical and practical challenges to the insider 

researcher, that they would lack clinical distance, struggle to appreciate other 

viewpoints and perspectives, and grapple with role conflict. NcNiff & Whitehead (2011) 

concur observing that insider researchers will inevitably experience themselves as living 

contradictions, as the values that they espoused on entering into the participatory 

action research arena are denied in their practice. An example of this can be found in 

the journey of Nyman et al (2015), however this is balanced by a greater depth and 

quality of the author’s reflective abilities, and acknowledging the possibilities of being 

affectively present in the moment. Muhammad et al (2015) develop this idea in their 

context of community based participatory research, placing the ethics considerations of 

insider researchers in the complex context of the power structures and privilege relating 

to cultural relationships and feminism. Meyer (1993) concurs, identifying surface 

communication issues and personality clashes are likely indications of power 

imbalances. McNess et al (2013) observe that power relations in insider research require 

significant consideration as this will likely have an impact on the outcomes of the project 

and what becomes ‘known’. Milligan (2014) observes participatory approaches – such as 
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participatory action research – seek to dissolve boundaries between the researcher and 

researched, theoretically integrating insider and outsider.  

Being an insider researcher is an ideal platform for participatory action research as along 

with Groundwater-Smith & Mockler (2006) observations that the insider can transition 

swiftly from theory to practical issues, the insider is best placed to understand the 

various participants and stakeholders and their motivations, whilst also understanding 

and experiencing the issue for inquiry intimately in a way that the objective observer 

would be unable to achieve (Bellman, 2012). In this context transparency is valued, as it 

encourages critique. This reinforces the notion that as an insider practitioner researcher, 

it is felicitous for the research question and aims to be aligned with a participatory 

action research methodology and a critical social paradigm. 

Quality in Participatory Action Research 

Feldman (2003) asserts insider researchers should attend to the quality of their 

research; Bullough & Pinnegar (2001) question whether insider researchers adequately 

consider whether their area of inquiry transcends their personal curiosity, and whether 

it has grounding and authority of other methodologies. Feldman (2003) chooses to use 

the term validity in this context, although it is acknowledged that this has a significantly 

different definition in the context of participatory action research compared to 

traditional research paradigms (Reason & Bradbury, 2001).  

Koch & Kralik (2006) refer to this as the rigour of the research, indicating a framework 

for assessing the quality of the research, this includes:- 

• Paradigm or world view and whether this is aligned with the researchers values 

who seek to engage and improve all stakeholders. 

• Credibility of the research can be judged by the voices of the stakeholders that 

emerge through the research.     

• Transferability relates to whether the author has presented the work in a way 

that the reader can judge if it has application in their context  

• Dependability relates to whether systematic processes have been employed to 

ensure there is clarity as to the processes and outcomes  
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• Believability – does the report evidence the reflexivity between the insider 

researcher, their thinking and the research topic  

• Values and interests – are these declared and are not unduly influential? 

• Is the work accessible to all?  

Gomm et al (2000) concur indicating five similar themes, those of evidencing of 

outcome, that the work is able to be replicated, is it clear that the outcomes are as a 

result of the intervention rather than the enthusiasm of the team, whether there any 

bias in the reporting and how much insight and understanding could be transferred 

elsewhere. 

Williamson et al (2012) indicate five themes for evaluating the quality of action 

research:- 

1) Generation of new knowledge 

2) Produces change 

3) An ethic of participation  

4) Demonstration of rigorous methods 

5) Transferability   

Relevance to this study 

It is important for the researcher to be considering and maintaining the quality of the 

research throughout the study. This study is no different, as such the design is critical to 

ensure the project remains focussed. 

Critical reflection is an essential element of participatory action research, for the insider 

researcher and participants. While clear and complete transparency is required to 

enable the researcher to be supported and challenged through the process while also 

enabling others to consider whether the researcher’s activity has any application in their 

context. Grundy (1982) has acknowledged the importance of action research being a 

collaborative venture, enabling high support and high challenge, while Titchen’s (2004) 

concept of critical companionship is a vital to engage the novice researcher in exploring 

the collective activity. 
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Study Design  

This projects selection strategy drew from the author’s aforementioned values, the 

political perspective of the methodology, and insights gained from previous studies 

(Walmsley, 2004, Llewelyn & Northway, 2008, Walmsley & Mannan, 2009, Flood et al, 

2012). 

This inclusive approach to the participation included a successful request for three 

people with learning disabilities, three EKHUFT staff and two others being approved by 

NHS Research Ethics, see approval letter in appendix 4. All pre-research information was 

produced in an easy to read format (Mencap, 2001), adverts were shared throughout 

EKHUFT via Trust News, and external to the organisation via the Kent and Medway 

Learning Disability Community of Practice (Marsden, 2014). 

Information events were held on each of the three acute Hospital sites in June 2014. All 

information sheets and consent forms were produced in an easy read format aligned to 

guidance (Mencap, 2001).  

As a prerequisite to becoming a Co-Researcher, potential applicants would require an 

EKHUFT Honorary Contract which would provide research insurance. 

 

 



48 | P a g e  

 

To achieve this a Disclosure and Barring check (Safeguarding Vulnerable Groups Act, 

2006) and an Occupational Health Check would be completed, and could preclude 

potential applicants, as such these provided a basis as an exclusion criteria. NHS 

Research Ethics approved the inclusion of those who lacked capacity, as long as they had 

support of their person centred planning group and could attend the meeting with the 

necessary support see Figure 6 & Figure 7 for NHS Research Ethics Committee approved 

inclusion and exclusion criteria.  

 

In all cases a Consent form would be required. One accessible consent form was 

produced - that can be found in appendix 5. 

Ethical principlism (Beauchamp & Childress, 2001) provided a framework for assuring 

NHS Research Ethics Committee of the benefits of the research project – those of:- 

• engaging in collaborative action those most likely to benefit from the use of My 

Healthcare Passport in its implementation and evaluation 

• offsetting and mitigating any risks of harm relating to safeguarding the concerns 

and rights of people with learning disabilities. 

Beauchamp & Childress (2001) advise autonomy is a significant ethical consideration 

and when working with people with learning disabilities, NHS Research Ethics required 
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significant assurance that along with the tools and frameworks, the skills and expertise 

were available to ensure the rights of the participants with learning disabilities were 

safeguarded, and their autonomy enhanced. Confidentiality and information sharing 

was a significant concern, and it was agreed that all attributable data would be stored 

on NHS encrypted computers and raw material could be retained for six months after 

the end of the study. 

 

There were 13 applicants, 8 were selected using a random selection method into the 

three groups NHS Research Ethics approved, those of 1) People with learning disabilities 

2) EKHUFT staff 3) Other. Two people withdrew after selection one member of EKHUFT 

staff, while one person with learning disabilities withdrew after the first meeting. For 

the majority of the research project the Co-Researcher team was made up of two 

people with learning disabilities, two EKHUFT Nurses and one senior non clinical EKHUFT 

member of staff, the two ‘others’ were a Learning Disability Nursing Home Nurse 

Manager, and a parent carer; through this process it became clear that two of the 

EKHUFT staff were also parent carers of children with learning disabilities.  

Where necessary, capacity assessments were undertaken however it ought to be noted 

that the Consultee Information sheet and Consent form were not required for use in this 

project. 

 

Methods  

Active Learning 

The ten co-researcher meetings occurred over a 12 month period between October 

2014 and September 2015. Active Learning (Dewing, 2008) was employed as a the 

method for enabling the spirals of action research within this project, drawing the 

facilitator into the process of learning in and from practice which according to Bellman 

& Webster (2012) is an essential element of participatory action research. Active 

learning (Dewing, 2008) refers to reflection in action through engagement with our 

senses, our internal dialogue, the external environment and other people. Through the 
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assimilation of these sources of information, Dewing (2008) advises the facilitator as a 

member of the group is able to move closer to the groups pre-arranged goals while 

drawing on the expertise available from within the group. This form of facilitation is 

intended to engage the Co-Researcher group in collaborative action aligned to the 

research aim. Spich & Keleman (1985) advocate the importance of committing group 

norms or ground rules to paper for future reference as to acceptable behaviour and a 

democratic method for enabling individual members in the group to challenge each 

other.  

 

Fourth Generation Evaluation 

Aligned to this approach, fourth generation evaluation (Guba & Lincoln, 1989) was 

employed to enable the Co-Researcher group to establish meeting goals. Fourth 

generation evaluation (Guba & Lincoln, 1989) is a methodology aligned to the critical 

social theory and critical creativity which identifies measurement as the first line of 

evaluation, the second relate to measurement objectives, while the third generation of 

evaluation is based on the judgement on the evaluators. Fourth generation evaluation is 

dependent upon negotiation. According to Koch, 2001) this negotiation is with the aim 

of giving stakeholders a voice about issues that directly impact upon them. According to 

Guba & Lincoln (1989) claims, concerns and issues is the method that enables the user 

to elicit stakeholder opinion in a safe environment, defining the course to be followed. 

This tool can also be used to facilitate and enable reflection, and to stimulate discussion 

and debate. Through a process of facilitated thematic analysis (Paterson et al, 2001), 

these provided a basis for meeting planning and enabled the mixed ability group to 

connect and reconnect with each other, the project aims and the tasks for that meeting. 

 

Critical companionship 

Binney & Titchen (1999) introduce this concept originally as critical friendship to their 

collaborative action research project. This was initially for Nurses who had identified 

that they required some support to develop practice. The idea being that in these 
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partnerships the nurses would provide open honest and constructive feedback on this 

work and on the helping strategies that they were able to provide for each other, Clarke 

& Wilson (2010) expand on this concept referring to it as high challenge with high 

support. Baskerville & Goldblatt (2009) further these ideas advising the critical friend to 

be a capable reflective practitioner, who is able to establish safe ways of working and 

shared understanding and purpose. Van Swet et al (2009) concept analysis provides 

greater detail, expanding upon the notion of viewing the data through different lens. 

Results showed that responders found this process confronting, however ultimately 

beneficial adding trustworthiness and quality to the data and interpretations. 

Titchen (2004) went on to expand this concept more holistically, referring to it as critical 

companionship, where the ‘companion’ is a facilitator who can provide the high 

challenge with high support in cognitive, affective and spiritual domains enabling 

individuals, teams, and organisations to transform ways of being, thinking and doing. 

Therefore establishing a relationship akin to critical companion this is essential for the 

safeguarding of the co-researchers and subsequently the stakeholders, and will ensure 

the greatest quality of results. This support has been agreed on a formal basis with my 

supervisor, along with informal relationships with other action researchers and practice 

developers both within the Trust and beyond.  

Along the journey, co-researchers presented other tools, formats and activities that 

supported the group to work together, these were employed and tested during the 

project. 

 

Other creative methods employed by the Co-researchers  

A Positive Alternative Tomorrows with Hope (PATH) tool (Pearpoint et al, 2010) was 

selected to enable the co-researchers to produce a project plan. PATH is a person 

centred planning tool enabling the community around the person who might lack 

capcity to work together to the person’s goals; it is therefore aligned to the 

methodology. It engages all to identify their hopes, dreams and aspirations for the 

project, and setting objectives and timescales. While Pearpoint et al (2010) advise the 
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PATH tool has been developed to support and facilitate person centred practice for 

individuals with learning disabilities, it also acts as an applicable community 

development, which according to the Communities and Local Government (2006) is 

concerned with overcoming injustice and disadvantage, bringing people together and 

enabling everyone to have their say. This resonates with emancipatory practice 

development (McCormack & McCance, 2010) where individuals and healthcare teams 

are able to transform their practice and cultures respectively in the pursuit of delivering 

excellence in person centred care and therefore is aligned to the methodology and 

methods set out above. The PATH poster provided the back drop to each of the ten co-

researcher meetings, enabling the co-researcher team to review and recall plans. 

To evaluate the ten co-researcher meetings, an external facilitator was invited to 

conduct interviews using an adapted form of Emotional Touchpoints (Dewar et al, 

2009). While this tool was developed to engage older people in offering feedback on 

their experiences of healthcare, it was observed that they can be employed as a creative 

method of enabling the individual to recall and reflect on big or small events that hold 

some emotional resonance.  

This being a mixed ability group of co-researchers, some consideration and planning was 

required to ensure the tools and activities were accessible to all.  

The above tools were employed as they had a number of uses:- 

1. To identify a coherent plan as to how we might achieve the project aims 

2. To facilitate collaborative and coordinated action toward those goals 

3. To enable co-researchers to identify key stakeholders to engage in the aims and 

objectives of the project. 

4. To offer the co-researchers the tools with which to consult with stakeholders 

 

Approvals 

This research project received approval from NHS Research Ethics in February 2014 

following an application via IRAS in 2013.  
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Data Collection & Analysis 

Two main forms of data was collected and analysed for this research project relating to 

co-researchers collaborative working toward the project aims and the outcomes of the 

actions taken to consult with stakeholders. Therefore the data sources below are split 

into Co-researcher data sources and Stakeholder data sources. 

 

Co-Researcher data sources and Analysis 

Notes from each of the Co-researcher meetings provided evidence of the activity and 

the ground covered during the 12 month study. This was supplemented by my personal 

reflections using Johns (1995) model of reflection of each meeting and some additional 

reflections significant to my journey through this project. The outcomes of the fourth 

generation evaluation (Guba & Lincoln, 1989) negotiations were included, and a series 

of miscellaneous data sources were included. See Figure 8 for Co-researcher data 

sources.  

 

Examples of each of the data sources can be found in the appropriate appendix, where 

text has been highlighted in yellow to indicate linkages to the Co-researcher data set in 

Appendix 12. The only exception to this is the What’s app transcript that can be found in 
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full in appendix 9, upon which a thematic and reflective analysis was conducted which 

can be found in appendix 10, the themes of which are included in the Co-researcher 

data set in appendix 12. 

The Co-researcher data source was analysed to capture the journey experienced by the 

Co-researchers as individuals and as a team. I analysed this data source using three 

stages of thematic analysis to establish the main themes of the journey travelled.  

The three levels of analysis undertaken were:- 

1) Each of the Co-researcher data sources was reviewed and themed – see 

appendices 6,7,8,9,10 for examples and highlighted sections for links to the 

secondary analysis. 

2) Secondary analysis table in appendix 11 which is colour coded identifying the 

tertiary analysis themes. 

3) Tertiary Analysis themes can be found in appendix 11 and below in Table 4 

Each stage of this data analysis was reviewed by critical companions to strengthen and 

maintain the credibility and quality of the analysis and outcomes. 

 

 

Stakeholder data sources & analysis  
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The participatory action research project supported co-researchers to use fourth 

generation evaluation (Guba & Lincoln, 1989) to gather evidence of stakeholders’ 

experiences of using My Healthcare Passport in a number of different contexts.  

A community mapping activity enabled co-researchers to identify individuals and groups 

that might like to be involved in the research. Stakeholder analysis was employed to 

identify who would benefit from face to face consultation and who might complete an 

online questionnaire. 

Stakeholder analysis is a popular approach in participatory methods to better 

understand the interests of the main parties. Grimble and Wellard (1997) advise that 

stakeholder analysis is a holistic approach to a better understanding of the system by 

identifying the key actors and identifying their interests in the system. Stakeholder 

analysis is sometimes criticised as lacking rigor and quality, but in situations of 

uncertainty and ambiguity can support decision-making and achieve consensus.   

An online survey was built, tested and was shared, while co-researchers identified key 

stakeholder group events to attend, to present the research and gather feedback. 
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The raw data from the online survey can be found in appendix 12, which is referred to 

then in the data set in appendix 13. The data sources can be found in figure 9. The rest 

of the data sets can be found in appendix 13 showing the secondary analysis. 

The activity of the co-researchers to collect, collate and analyse the stakeholder 

feedback can be found in appendix 13; these sources of data were discussed over 

several meetings, enabling review and reflection, enabling the co-researchers to identify 

the emerging themes. A Co-researcher agreed to take the details of each of data sources 

and conduct a primary analysis. These were then gathered in to a Claims Concerns and 

Issues (Guba & Lincoln, 1989) framework. Table 5 provides the results of this analysis 

while appendix 13 contains the previous stages of analysis. 

Analysis of the data occurred over three stages:- 

1) Raw data- available in appendix 12 and 13- reviewed by the Co-researchers in a 

meeting enabling emerging themes to be examined and reflected upon  

2) Thematic analysis of all data sources by a member of the co-researcher team – 

this data can be found in Appendix 13 

3) Secondary analysis conducted, gathering primary data into a Claims Concerns & 

Issues (Guba & Lincoln, 1989). These themes can be found in Table 5 

Each stage of this data analysis was reviewed by critical companions to strengthen and 

maintain the credibility and quality of the analysis and outcomes. 



57 | P a g e  

 

 

Emerging Themes 

The two data sets outlined above adhere to the Carr & Kemmis (1986) spirals of activity 

associated with participatory action research. Figure 10 shows the level of analysis and 

linkage between the raw data from the co-researchers and stakeholders data sets and 

the synthesised themes. This can be reviewed in greater detail in Appendix 14. 
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This synthesised analysis illustrates the two interrelated journeys which will provide the 

basis for the subsequent chapters 

The two chapters that follow consider two journeys:- 

Chapter 5 Journey 1 Developing individual cognitive and affective understanding and 

awareness of the Co-Researcher role and status challenges (becoming integral to 

activity) 

Chapter 6 Journey 2 Evolving harmonisation through collaborative activity producing 

further spirals of activity. 
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Chapter 5 Journey 1 Developing individual cognitive and 
affective understanding and awareness of the Co-
Researcher role (becoming integral to activity) 

 

 

Through reviewing the rich synthesised data sources collected throughout this study, 

the above journey has been broken down into three distinct phases. Those of:- 

1. Ascending - where the co-researchers explore their understanding and beliefs 

about the role, activities and status.  

2. Enterprise - Where co-researchers seize a greater autonomy within the meetings 

while consulting with and sharing an understanding of their experiences with 

stakeholders, taking action on inequality. 

3. Descending  – where co-researchers initially lose focus, collaborative activity 

reduces where co-researchers undertake independent activity, contributing to 

the overall aims, and reflecting & evaluating 

This chapter will articulate and describe these three distinct phases, consider these in 

context of the theory relating to participation, group processes and the implications for 

learning new skills, identifying the insights and implications for the future activity.    

Ascending 

As the ascending stage commenced, all co-researchers - including I – came with our own 

understandings as to what the co-researcher role might be, identifying what we might 

expect a researcher to do and how we would manage safeguarding issues associated 

with not all co-researchers achieving the pre-requisite Disclosure and Barring check. This 

included  
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‘…asking questions, collecting and reviewing… information and making changes’ Co-

Researcher Meeting Notes dated 17th October 2014 

I was aware from this early point that my role of a co-researcher was as 

 ‘…facilitative leader…modelling activity… linking theory to our collaborative work.’ 

Reflection on Co-researcher meeting dated 17th October 2014 

These ideas are expanded upon, serving to expose conflicting perspectives on the co-

researchers role, identifying assumptions with a view to reaching consensus. A 

concurrent discussion relating to administration and status for those not already 

EKHUFT staff is identified at this early stage and weaves its way through the journey.  

Both Co-researchers with learning disabilities - as people not employed by the EKHUFT - 

required Honorary Contracts with the EKHUFT to become Co-Researchers in line with 

the safeguarding and research insurance aspect of the ethical approval. To obtain an 

Honorary Contract they were required to achieve a clear Disclosure and Barring check. 

However their lack of documentary evidence for submission led us to consider methods 

for managing our safeguarding responsibilities.  

In this ascending stage the co-researcher group sought to include ground rules that 

would mitigate risks to any members of the team, or the project as a whole. This 

mitigation plan was discussed with my academic supervisor and subsequently approved 

by EKHUFT Research lead. This provided more time for further investigation as to how 

this inequality of status could be resolved.  

One resolution was for the individuals to visit their local police station and have finger 

prints taken. This was presented to both co-researchers with learning disabilities, and 

after a period to reflect, produced a critical dialogue illustrated in the below quote 

‘…in reference to the Disclosure and Barring (DBS) check, getting an honorary contract 

and having equal status as a co-researcher, that if I thought that she would be going to 

the police station to have her finger prints taken like a criminal, she didn’t want to be 

part of the project’ Reflection on Co-researcher meeting dated 13th November 2014. 

Exploration began into why the co-researchers with learning disabilities did not have 

sufficient identification, how the issue might be resolved, and progress was reviewed 
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and discussed at each of the first three co-researcher meetings. A solution became 

apparent -by purchasing a replacement birth certificate, a passport could be applied for, 

which would then enable a DBS check to be completed. Through exploring the 

backgrounds of co-researchers with learning disabilities it became clear both had 

powerful and compelling stories to tell. It was also questioned whether the wider 

population of people with learning disabilities might have sufficient identification for a 

DBS check. 

Enterprise  

This phase commences where Co-researchers were now  

‘sharing their part in the project with their stakeholders’. Co-researcher Meeting notes 

dated 16th December 2014 

Outside of the meetings I was grappling with  

‘how I make the sense of the activities using theory… and how I can make this accessible 

to the group.’ Reflection on Co-researcher meeting dated 16th December 2014 

Co-researchers in this stage expressed both short and long term considerations such as 

‘getting the survey out to as many of the right people as possible’ Co-Researcher 

Meeting Notes dated 20th January 2015 and wondering what 

 ‘the results of our work will look like.’ Co-Researcher Meeting Notes dated 20th January 

2015 

At this stage there is acknowledgment within the team that information technology 

systems could help co-researcher team and users of the passport, while specific 

questions as to how each of the co-researcher team will  

‘facilitate and lead on data gathering’. Co-Researcher Meeting Notes dated 20th January 

2015 

This reflects the progress into the activity and how the incremental steps have shifted 

the co-researchers depth and breadth of understanding of and in the inquiry. It was 

noted in my reflection that the “group chose to split itself” into particular groups, 

reflecting a level of understanding and awareness of the activities and the level of 

autonomy. 
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The employment of a social media app to improve group communication outside of the 

meetings is discussed and agreed. One of the co-researchers with learning disabilities 

was not present to vote and would find the format difficult to engage with. I 

acknowledge the ethical implications of a decision like this and the links to my personal 

values. 

Co-researchers develop their ideas about the outcomes and what will happen after the 

project, while activities,  

“…reaching out to diverse groups” Co-Researcher Meeting Notes dated 14th April 2015 

“ …data has been gathered from a variety of sources” Co-Researcher Meeting Notes 

dated 14th April 2015 

An air of confidence in the role and activity of the co-researchers can be observed from 

the statements  

“I’m starting to understand our research”  

“I’ve got a better insight into the research and how we are doing”  

“I’m getting the distinction between this being a project and it being research”. Co-

Researcher Meeting Notes dated 14th April 2015 

There is an appetite to take on the next perceived activities described as collation and 

assimilation. An invitation to share this work at a national conference was an 

opportunity for a co-researcher to articulate their role as a co-researcher and the 

challenges she has encountered. 

In this phase the co-researchers with learning disabilities ‘participation’ and 

contributions were actively appreciated and accepted, while it continued to be 

acknowledged that their status was different. In the recording of the February Co-

Researcher meeting (see appendix 11) a critical dialogue and reflection observed the 

practical and symbolic issues associated with not having the correct identification can be 

heard. One co-researcher -who was also a parent carer- considered what might have 

happened to her son if she had not had reason to get him a passport for a holiday 

abroad, there is a realisation that he would not have been able to obtain employment 

within the NHS along with other restrictions on his opportunities. This was closely 
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followed by her recommending we show unity with our co-researcher colleagues by 

voting on using research funds to pay for the necessary identification for the two co-

researchers with learning disabilities, which was agreed unanimously. While the co-

researchers were making applications for the necessary identification, the team 

received invites for our work to be presented at several conferences. Co-researchers 

volunteered to attend and share their experiences of their developing understanding of 

the co-researcher role and the study’s progress. 

 

Descending 

This phase commences with deterioration from the point of clarity, enthusiasm and 

confidence.   

The ‘process has moved from simple to complex’, and is deemed as 

‘muddled – difference between passport and reflection element’ . Co-Researcher 

Meeting Notes dated 9th June 2015 

Along with further disquiet relating to accessing expenses,  the identification and 

confirmation of the three spirals of activity with significant time limitations had an 

impact on the co-researcher role and activity.  

As the conclusion of the meetings comes closer it is noted that collaborative activity 

reduces as co-researchers are independently gathering and contributing new evidence 

from their further consultation. This included one co-researcher developing an audit 

tool with a stakeholder, another testing out the tool in a market place event and 

another collecting passport leaflets from a London hospital. This descending stage is also 

characterised by reviewing of outcomes relating to the roles of co-researchers, and the 

implementation and evaluation of my healthcare passport.  

The applications for formal identification of the co-researchers with learning disabilities 

arrived in this final stage, however they did not arrive in time to warrant an application 

for a Disclosure and Barr check and therefore EKHUFT Honorary Contract. As a result, 

officially they did not achieve the status of co-researchers, but as a result of obtaining 
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the identification one co-researcher with learning disabilities was able to maintain her 

role as a volunteer in a local nursery. 

This participation story became a major unexpected feature of the project narrative, 

with both co-researchers with learning disabilities reprising their narratives in local 

meetings and conferences. There were other non-EKHUFT co-researcher narratives 

relating to barriers to participation and the challenges to accessing expenses however 

these were not fully explored through the lifetime of the project.  

 

 

Making sense of the journey – Participation & group theory 

This journey of the co-researchers in understanding their role weaves three main 

elements, firstly the co-researchers development of a consensus of activities that a co-

researcher undertakes, secondly the ebbing and flowing of confidence and affective 

appreciation of the role, and as an unexpected precursor to this study, the 

administrative issues and how they impacted on the status of the co-researchers 

throughout the project. As such it is relevant to consider these elements in relation to 

evidence on participation and linkages to group development theory and the inherent 

pressures, highlighting the insights and reflecting the implications for stakeholders of 

this new information. 

Discussion : Participation  

This issue of participation is integral to the methodology and practice of this study and 

weaves it way through this journey, highlighting inequalities and providing collective 

action to mitigate against this in future, whilst also exposing powerful participant 

narratives. Evidence (Verba & Nie, 1992, Putnam, 1993; Verba, Schlozman & Brady, 

1995) indicates that participation binds individuals or groups, promotes shared goals 

and articulates a sense of competence and identity, while Parry, Moysera and Day 

(1992) goes on to highlight four main causes for participation in group or political 

activities in the UK. While it is unknown what motivated the co-researchers to apply to 

take on this role at the time, it could be assumed that the interests may fall within to 
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one of these quadrants highlighted in Figure 11. These have an impact in the group 

composition and identity of the group, the undertaking of the tasks, and therefore the 

outcomes of the study.  

 

 

According to Litva et al (2002) participation in health care has the added driver of 

encouraging local accountability, at a time when the public have better access to 

information pertaining to health and health services. It is argued that there should be 

greater transparency and scrutiny of decisions about resources, but that does not 

always extend to practice.  

Arnstein’s (1969) ladder of participation – see figure 12- provides a classic framework 

against which to consider the issues of power and participation in this research project. 

In this simple model Arnstein (1969) articulates and enables users to place themselves in 

the broad categories of non-participation, tokenism and citizen control. Arnstein (1969) 

identified in her conceptualisation that participation equates with power, and offers 

examples of where members of the public endeavour to ascend the ladder are thwarted 

(either conscious or unconsciously) by the prevailing institutions and organisations. 
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While this model continues to be a reference point and frame discussions relating to 

community development & welfare (Wilcox, 1994, GLA, 2005), health care and child 

studies (Stewart, 2013, Kenny, et al, 2014, Shier, 2001) along with climate change 

debates (Collins & Ison, 2009), the Ladder has come in for scrutiny and critique in recent 

times. Tritter & McCallum (2006) observe that implicit in the linear hierarchical nature 

of the model is that citizen control ought to be the goal for all participation and that not 

achieving this could invalidate what is achieved. Allied to this is the implicit assumption 

that subject issue remains static, when there are many examples of projects where 

shifting levels of participation are required, indeed Tritter & McCallum (2006) indicate 

that it is only through participation that the true nature of the problem can be 

determined, Arnstein’s conception does not account for this or the feedback loops 

necessary to further shape understanding of the issue. Collins & Ison (2009) also 

observe that in the participatory context, roles and responsibilities do not relate 

exclusively to the position of power –or rung – which a participant might inhabit, that 

there is a gamut of other variables from the activity to the affective that influences the 

result. As such while the ladder’s simplicity provides a useful context to make sense of 
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this journey, it is clear that it cannot account for dynamic, developing processes, that 

take place in swampy lowlands (Schon, 1983) of professional practice. 

However, the model’s simplicity made it accessible for to present as a reflective tool to 

the co-researcher group, it offered the co-researcher group a framework for reflection 

and to express their experiences through the project. This also offered the group an 

opportunity to consider how this experience might be reflected in the rest of society. 

Our dynamic journey through participation in the study and our reflective dialogue add 

a distinction to what Arnstein was originally trying to achieve.  

In Arnstein’s (1969) model the co-researchers with learning disabilities would likely not 

appear on the ladder. Their learning disability and lack of identifying documentation 

might lead her to consider them as an excluded ‘underclass’ (Ladson-Billings, 1998), 

which Hernandez et al (2010) might describe as ‘seldom heard’. Collins Ison (2009) make 

reference to this inconsistency by observing that ladders in the real world exist in 

context of the issue or problem to be observed by an individual. In this case the co-

researchers with learning disabilities have no access to step on to the ladder.  

As a co-researcher, throughout my reflections I have identified inclusion as a value that I 

bring to this activity, as such the team’s actions to mitigate the risks of having two 

people without DBS checks has two obvious interpretations. Firstly, through this 

experience the co-researchers with learning disabilities were enlightened and 

empowered as to their position and status as individuals, while the group’s action to 

manage the safeguarding requirements could be considered what Fay (1987) referred to 

as social action consistent with emancipation. In contrast to this, it could be observed 

that the co-researcher team in mitigating these risks were complicit in maintaining the 

status quo – papering over the cracks if you will. In this examination of participation, the 

group acknowledged not only does this have implications for the individuals involved 

outside of the project, but also this could be significant for many people with learning 

disabilities in this country.  

In the analysis of this journey, the simplicity and limitations of Arnstein’s (1969) ladder 

can be observed, and while others have adapted and posited new frameworks for 
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assessing and reviewing participation (Goss & Miller, 1995, Forrest, 2000, Armstrong, 

2002, Tew, 2004, Tritter & McCallum, 2006, Collins & Ison 2009), none can adequately 

account for these issues of status, collective action, the transferability of this experience 

in the wider UK community, and the dynamic nature of this process. Through this critical 

reflection a graphical representation of this participation narrative can be found in 

Figure 13 

 

This representation indicates the team’s collaborative action and how with time, the co-

researchers with learning disabilities were able to gather their narratives and share 

these with the wider community. In doing so it became clear that both co-researchers 

with learning disabilities have lived remarkable lives and had significant stories which 

provide a foundation or a background to this co-researcher narrative. One Co-

researcher with learning disabilities wished to work further on her life story and has 

been leading on a project to engage a participatory researcher to visit Kent to undertake 

a workshop – see appendix 19 in biography development. 
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In the context of Carr & Kemmis (1986) models of action research, it could be 

considered that the co-researchers with learning disabilities actions and reflections have 

led to new spirals of activity that are having an impact on the wider community, which 

would lend itself to the claim that they are exhibiting citizen power in context with the 

top three rungs of Arnstein’s Ladder (1969). 

 

 

Discussion : Group Development and learning new skills 

Tuckman’s (1975) group development model, describes the processes forming, 

storming, norming and performing, adjourning. Tuckman believed his model would work 

for any small group (Hartley, 1997). Worchel (Napier & Gershenfeld, 1999) concurs 

indicating group development is characterised by six cycles of repeated behaviour: 

1. A discontent stage, where group members feel isolated and participation is 

mostly from more dominant members.  

2. A precipitating event that engages the group in productive collaborative activity.  

3. The group identification stage where the group define their purpose and 

membership and develop a strong identity, perhaps engaging conflicts external 

to the group;  

4. A group productivity stage, indicates where the group are intent on the task in 

hand and reaching the goal; 

5. An individuation stage where group members identify their own contributions to 

the group and their own needs; which can become a period of uncertainty and 

conflict,  

6. Decay, indicates where group members remain focussed on individual needs and 

conflict in the group increases, and the group members blame others for failures. 

Worchel’s (Napier & Gershenfeld, 1999) model provides some linkages and explanations 

to the experiences of the ascending, enterprise and descending phases of this journey. 

Through drawing on the psychodynamics of group development, Worchel (Napier & 
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Gershenfeld, 1999) indicates that the overt and covert processes have a significant 

impact on the co-researchers journey to understanding the role.  

Based on the time limits of this research project the co-researcher team could be 

considered a temporary organisation similar to that of Goodman & Goodman’s (1972) 

research. Turner (1999) observed that temporary organisations identifies three 

elements essential for delivering the aim; firstly , that it’s unique, secondly that the 

processes are never exactly the same, and finally that it is temporary, short lived, based 

around the task, that it has a beginning and an end. Turner (1999) went on to observes 

the three side effects or pressures of this ‘uniqueness’ to be uncertainty, urgency and 

integration. 

These three pressures on temporary organisations have a significant influence on the 

individual’s presentation, choices and therefore the group activity and direction. 

Newton et al’s (2006) go on to observe that an individual’s role in itself is the 

intersection between the person and system or organisation, offering a useful 

perspective into the Co-Researcher team. The individuals who were randomly selected 

had a series of roles and life experiences that they could draw upon in the inquiry as to 

what it means to be a Co-Researcher; the dynamic nature of the emergence of the co-

researcher team, with the task to be worked upon, had some individual’s retain roles 

where they had felt strong in the past. Long (2006) suggests that these individuals might 

feel that their role as a community member is threatened, due to not having an 

authentic voice in the organisation or going unacknowledged or unappreciated, or being 

used. Lawrences’ (1998) encourages further reflective activities to enable participants to 

review and reconcile their any conflicts would be of benefit. 

The temporary nature of the project and participants previous roles and backgrounds 

influence the formation and development of the group and it’s abilities to understand 

the co-researcher role.  
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Figure 14 presents a visual representation of the co-researchers journey understanding 

the role of co-researchers, synthesising ideas of group development, and 

psychodynamic influences. The synthesis starts in the middle, the individuals understand 

what it might mean to be a co-researcher, apply for the role and are selected. The 

ascending stage exposes the Co-researchers preconceptions, assumptions, values and 

beliefs of the role. Significant within this phase is what Newton (2006) referred to as 

intersection of the co-researchers background and previous role with that of the co-

researcher. This requires time and space to be made available for reflection and 

adjustments for learning at an agreeable tempo for the group. The Enterprise phase 

becomes akin to conscious incompetence, where skills are tested out and standardised 

for consultation with the stakeholders, this is complimented by the confidence the co-

researchers have in their activity, results and insights. The descending stage is akin to 

Worschel’s (Napier & Gershenfeld, 1999) individuation and decay stages, where the 

individuals within the group identify their own contributions and needs, where conflict 

can ensue.  
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Insights  

This journey theme raises questions for our society, posing implications for practice, 

future research and policy development. 

The assumption that people with learning disabilities may not hold the correct forms of 

identification – see figure 15, similar to the co-researchers in this study, would benefit 

from further review and consideration. The co-researchers in question are planning to 

make a film to raise awareness of this issue and ask others to consider it, and an 

emancipatory action research methodology could be employed to tease out the how 

people with learning disabilities may overcome this. This will have an impact for all 

people with learning disabilities and could be an issue for other groups of people that 

experience social exclusion and has the possibility of being a key inclusion indicator.  

 

Along with NHS Research, this theme will impact on those wishing to obtain paid or 

voluntary work in NHS or any other community services where they may encounter 

vulnerable or young people.  
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Over the past decade, there has been a growing body of evidence of people with 

learning disabilities exclusion from the workplace (Beyer and Kaehne, 2010, NHS 

Information Centre, 2011). Central government (Department of Health, 2009) and local 

health organisations (Marsden, 2013) have expounded the equality, clinical and business 

virtues of employing people with learning disabilities. The Five Year Forward View (NHS 

England, 2015) is encouraging all NHS employers to engage more people with learning 

disabilities in paid employment, as such these issues would likely have an impact on the 

success. 

Two developments that could mitigate these risks would be for supported employment 

organisations to be engaged in ensuring all people referred to them have the necessary 

identification to apply for a DBS check. A central solution would be to offer the DBS 

update service subscription free to people with learning disabilities. 

It was noted through the inclusion/exclusion criteria that the persons who lack capacity 

and who have support from their team could opt into being a co-researcher, however 

this did not occur in this study. Further study would be beneficial to consider how 

people who lack capacity might be actively engaged as co-researchers in the future.   
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Chapter 6 Journey 2: Evolving harmonisation through 
collaborative activity producing further spirals of activity 
 

This journey is characterised by six sequential stages of activity, these are:- 

1) Getting related – these activities enabled individuals to come together and 

understand each other, crucial when working with a mixed ability group. 

2) Taking the long view – considers what our dreams are based on the project aims, 

setting project goals. 

3) Chunking – Long term goals can be collaboratively broken down into small pieces 

of work that individuals or groups can start to work on. 

4) Reviewing & refining – in this stage actions are reviewed, considered and 

clarified and refreshed through making small changes. 

5) Harvesting – collecting and collating the data and reflecting on the results, 

identifying anecdotal themes 

6) Spiral identification –collaborative conclusion of analysis and stating of themes 

for further action 

7) Consultation & communication – co-researcher engage in consultative activities 

aligned to the spirals, sharing accomplishments. 

 

Getting Related 

This stage is primarily reflects the group convening, getting acquainted and is less 

focussed on the task. Ice breaker activities were employed to support this process. 

Several activities were planned to enable communication, contribution and debate the 

best ways of relating to each other, this is particularly important for a group of mixed 

abilities and cultures. The use of picture cards aided the co-researchers introductions 

and quickly established how people might function within the group and what 

adjustments might be required. The employment of different icebreaker exercises 

refreshed the group and quickly engaged all in creative activity, the most effective and 

engaging of those contributed by the co-researchers.   
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This stage is also characterised by co-researchers contributing activities and ways of 

communicating from previous experiences of collaborative activity. 

‘*****suggested we reframe ground rules as Terms of reference… also requested was 

that we had a chair person and that I was nominated for the first meeting. I agreed this 

on the proviso that we could have a rotating chair’ (Reflection on Co-researcher meeting 

dated 17th October 2014) 

while 

‘****will show us how to use the traffic light cards’ (Co-researcher meeting dated 17th 

October 2014) which resulted in 

‘****presented the traffic lights cards…*** became engaged in this conversation and 

initiative questions, and progressing the whole project, and I was aware along with the 

first part of the morning, that the whole group took a creative leap into the unknown’ 

(Reflection on Co-researcher meeting dated 13th November 2014). 

These ways of working were tested but were not sustained throughout the study. 

 

Taking the Long View 

Two main activities support the co-researchers to get orientated to the activity that has 

bought them to the study. Firstly the PATH tool –see figure 
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16

 

 – and the ground rules – see figure 17 
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Both tools serve as constant reference points throughout the project, guiding activity 

between meetings and since the meetings have ceased.  

The ground rules provide a co-created guide for how the co-researchers will treat each 

other throughout the project. The PATH poster provides a framework for the facilitator 

to engage the group to discuss their individual wishes, harnessing these into a 

consensus of goals that the group can all align themselves with, providing a constant 

reminder on the journey of the goals and end point.  

 

Chunking 

Reviewing the PATH enabled the group to break down the dreams and goals into 

smaller, achievable objectives, enabling the co-researchers to identify collaborative 

activities that may begin to guide their tasks between meetings. The introduction of 

Claims, Concerns and Issues (Guba & Lincoln, 1989) provides a tool for capturing 
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contributions, progression enabling reflection and enabling an overview of the journey.  

Another example of a chunking activity related to the employment of a collaborative 

stakeholder analysis to enable co-researchers to identify who would be targeted for face 

to face consultation and who might benefit from the online survey. 

At this stage, individual co-researchers begin to act autonomously taking on small pieces 

of reconnaissance work, for instance one co-researcher responsibility for designing the 

online survey using the questions the co-researcher team supplied.  

 

Reviewing & refining 

This stage refers to reflective activity to test, refine and clarify the plans, for instance, it 

was noted the online survey could be more sensitive by adding a question pertaining to 

the responders location as illustrated below. 

‘…where people come from might change the results, people who are not from East 

Kent may not have heard of the passport. We agreed to add another question to the 

survey: Where are you based?’ (Co-researcher meeting dated 20th January 2015) 

Further planning of face to face consultation was discussed, including sharing out dates 

for particular public meetings with stakeholders. Allied to this the co-researchers 

question how the face to face consultation will complement the online element, and the 

development of an agreed framework for collecting opinions from stakeholders is 

implemented. 

At this stage it is acknowledged that –where appropriate -individual co-researchers 

would be acting more independently and as such may benefit from a communication 

method that enables the majority to contribute, this is illustrated in the quote:- 

‘It was agreed that the minutes of the meetings were useful, as were the emails, but as 

a group we waited for Daniel to start any communication. We felt it would be better to 

have a quicker way of communicating with each other. Action: Daniel to set up 

Whatsapp’ (Co-researcher meeting dated 20th January 2015).   

However not all had smartphones and as such wouldn’t be able to be included, as such 

the group agreed adjustments to ensure all were included. 
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While the co-researchers acknowledge their own progress and this being shared with 

the outside world, this is balanced with concerns about the amount of time left:- 

‘Are we going to get everything we want done in the time’ (Co-researcher meeting 

dated 20th January 2015) 

 

Harvesting 

A flurry of activity by the co-researchers, leads to a jump in progression and a 

concentration on the activities associated with stakeholder data collection and 

reflection on results:-  

‘******** reported on William Harvey market stall…******* reported on….meeting 

with the matron at the John Townsend Trust, ****** reported on talk with staff from 

Martha Trust….Online questionnaire so far.’ (Co-researcher meeting dated 16th February 

2015) 

While the co-researcher team grew in confidence in its actions to collect stakeholder 

data, there was a growing dissatisfaction with the handling of some administration 

within the project, and a continued concern that 

‘time is running out’ (Co-researcher meeting dated 16th February 2015) 

This stage is characterised by huge enthusiasm, as the co-researchers consultation plans 

produce a rich vein of data. Discussion about each of the sources of data occurs within 

the meetings and anecdotal themes begin to appear.  

‘Themes are appearing: more to know about it, format of it, more to use it’ (Co-

researcher meeting dated 16th February 2015) 

However, the co-researcher team identified that the communication tools in place are 

not sufficient to gather, collate and help with analysis, and without finding a solution to 

help each co-researcher would have to undertake this activity independently. This 

option was deemed insecure, would duplicate effort and the different methods would 

likely produced questionable interpretations therefore reducing the quality.  

An web-based project management tool was employed to collate the stakeholder 

consultation data in one secure place, enabling those with access to review the data, 
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and begin to make sense of it, while adjustments to the communication methods with 

those co-researchers who required help to access this detail was made. 

Requests to present progress with this research project provided opportunities for co-

researchers to test out their understanding and articulation of the results and their 

narratives, providing further opportunities to reflect. 

 

Spiral identification  

Through review of the stakeholder data set the co-researcher team identified and 

confirmed, further spirals of activity relating to the implementation and evaluation of 

My Healthcare Passport-  

• ‘Raise Awareness and Make Accessible – Co- researchers identify through this 

project that ‘Action sustains the awareness’. To make the Healthcare Passport 

more accessible the Co-researcher team chose to make My Healthcare Passport 

available as a fillable portable document format form, enabling those 

downloading the tool from the Trust website (www.ekhuft.nhs.uk/passport) to 

be able to input their personal information, and save the file on their computer. 

This new version was shared via EKHUFT Communication department, including 

an updated webpage. Monitoring data was also identified as significant for 

future reference to offer insight into the maintenance of awareness. As such a 

co-researcher worked with a stakeholder to develop an audit tool – see appendix 

16, while numbers of downloads from the EKHUFT website was deemed a useful 

statistic – this data can be found in Appendix 17. All EKHUFT Learning Disability 

education and training opportunities include reference to My Healthcare 

Passport, and how to use it. Nazarjuk et al (2013) & Southgate (2013) innovative 

simulation education project at Canterbury Christchurch University employs My 

Healthcare Passport as a learning tool with people with learning disabilities for 

all second year students. The passport has also recently featured in a film made 

by East Kent Mencap which has been referenced on social media. Posters and 
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presentations have been made at the several conferences, with abstracts 

submitted. 

• Make Improvements to My Healthcare Passport – Appendix 15 contains the 

collected stakeholder feedback on the possible improvements to My Healthcare 

Passport. This feedback was grouped into three, quick alterations, larger pieces 

of work, and conflicting feedback. All suggestions from the first group and most 

of the second were discussed and reflected upon, prior to contracting a design 

company to make the alterations. The new version of My Healthcare Passport 

was published in September 2015 on the EKHUFT website, while 5000 copies 

were printed in November 2015 and are available through Patient Information at 

EKHUFT. 

• Information readily available through IT systems - As the stakeholder 

consultation period was coming to a close, the co-researchers analysis of the 

data appeared to show that modern technology and systems could both build on 

the positive aspects of accessibility of information, whilst offering some solution 

to the concerns pertaining to the safeguarding of the information. Through social 

media I became aware of tap2tag - an independent company who produced 

medical bracelets that contained near field communication (NFC) chips, which 

once touched on an NFC enabled device, will take the user to a front page of a 

personalised account. This technology was first discussed at the Co-researcher 

meeting in April 2015 and was considered amongst other software applications.  

A meeting was held with the developer and the EKHUFT Chief Informatics officer, 

where the possibility of a joint project was proposed. The Co-researcher team 

identified at the June meeting that tap2tag would be a suitable spiral of action to 

be actively involved in, and identified that using research funding would be 

appropriate investment. Notes from the final Co-Researcher meeting in 

September 2015 indicate that a plan to involve those who had responded during 

the Stakeholder data collection had been contacted to engage in this spiral of 



82 | P a g e  

 

activity. At the time of writing an engagement meeting was planned for February 

2016 – see appendix 13.  

Further reflective cycles, critical dialogue and discussion with critical companion’s takes 

place to ensure the quality of the data set, prior to the co-researcher team confirming 

the themes that are considered as further spirals of activity. This stage is characterised 

by the sharing of the results and plans at local and national conferences and events. 

 

Consultation & communication 

Discussion revolves around the ending of the project, what the co-researcher group will 

do, and how the work will be continued. The co-researcher team take a more 

consultative role endorsing several projects including joint activity with software 

company -  tap2tag, commissioning changes to the Healthcare Passport by the 

designers, while individual co-researchers take independent action to create an audit 

tool and have it tested out. 

The co-researchers evaluation and closure was conducted using creative tools and an 

outside facilitator. The issues that emerged related to status, administration, the spirals 

of activity, and the co-researchers agreement to remain as a consultative group. 

Dissemination of progress continues in this stage.  

 

Discussion 

This journey of evolving harmonisation links closely with the previously observed 

journey relating to the growing appreciation of the co-researchers role. One 

commonality relates to the experiential activity undertaken to achieve these outcomes 

and attain the goals associated with the implementing and evaluating My Healthcare 

Passport. This journey toward harmonisation through collaborative action is somewhat 

dependant my development as a facilitator. Employing creativity to adapt and translate 

tools an important skill for a facilitator to be able to establish a clear set of plans and 

objectives, this is particularly the case for a co-researcher group of mixed abilities and 

cultures. The seven stages of this harmonisation journey therefore need to be seen in 
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context of Heron’s (1999) three modes of facilitation (see figure 18) as they provide a 

foundation for reflection on my role as facilitator and insider researcher.  

 

Heron’s (1999) hierarchical mode refers to activities where the facilitator exerts power 

over the group, to do things for the group, deciding on the objectives, interpreting and 

giving meaning, challenging resistances, in charge of all major decisions on all 

dimensions.  

Being an insider researcher and facilitator I was well placed to undertake this study and 

understand issues associated with the multi-stakeholder group, these relate primarily to 

culture and ability. Having an awareness of the various concerns of the stakeholders is 

an important context to the researcher, as this supported the selection of tools and 

activities during the first three stages. I note that I produce meeting plans for the first 

three meetings to ensure that we make the most of our time together. Once the Long 

View phase is complete, activities become more co-operative.  

The transition to a more cooperative (Heron, 1999) mode was challenging and created 

some resistances. Having planned for this study for two years I acknowledged that many 
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permutations for activities had been considered, and I was aware that these may impact 

on my presentation within the group, and co-researcher colleagues may also be aware 

and concerned with this. During the transition to Chunking, a reflective activity 

produced the below interaction. 

‘Co-researcher W was the first to react suggesting she trusted my leadership of the 

project, whereas Co-researcher B commented that she felt frustrated that sometimes 

she felt she was trying to extract my ideas from my head.’ (Reflection on Co-researcher 

meeting dated 16th December 2014). 

According to Heron (1999) the cooperative mode relates to sharing power over the 

learning processes and managing the activities with the group, enabling and guiding the 

group to become more self-directing. In this stage the employment of forth generation 

evaluation (Guba & Lincoln, 1989) supported the group to maintain handle of the 

activities, share in reflection and identify areas for action all together, in this mode, I 

was better able to join in on group dialogue and debate, this is illustrated through a 

series of descriptors of my activity below:- 

‘questioning, inquiring, sharing, offering, caring, using different types of questions, 

interpretation, negotiating, adding evidence, clarifying, drawing on distinctions, 

summarising, contextualising, progressing, précising/summarising/reviewing, valuing 

contributions, enabling/empowering others to gather theme and analyse data, 

transitioning (one subject to another), prioritising, gaining contribution’ (Reflection on 

Co-researcher meeting dated 16th February 2016) 

The third mode of facilitation (Heron, 1999) is autonomous, this is characterised by the 

facilitator giving the group the freedom to find their own way by stepping out of the 

activity. The autonomous group then take responsibility for the evolution of the activity, 

giving meaning to the activity and confront avoidances. During the harvesting stage the 

co-researchers had opportunities to act independently to meet with stakeholders and 

gather data, collating and contributing the data for shared analysis, the communication 

tools, PATH, ground rules along with the shaping and modelling of the claims concerns 

and issues activity supported and enabled this activity.  



85 | P a g e  

 

However, Heron (1999) observes a subtle distinction between delegating and abdicating 

responsibility; the final co-researcher meeting identifies an incident where ‘I invited the 

group to explore a persistent complaint of one of the team, this provided the group to 

pose questions of that member of the team in context of the ground rules’. This 

example provides two critical reflective elements that illuminate the Heron’s (1999) 

autonomous mode. Firstly, the ‘invitation’ provides an opportunity for the group to 

examine the complaint which would not necessarily require my intervention. Secondly, 

in my reflection on this incident I question whether this complaint is an example where 

my facilitative leadership ought to have been more hierarchical in places.  

This latter reflection provides some indication that Heron’s (1999) modes of facilitation 

are not necessarily linear, observing that groups, situations and circumstances may 

require different modes, acknowledging that facilitators that employ the hierarchical 

mode too much can invoke hostility or dependence, while inappropriate use of the 

cooperative mode can elicit a nurturing oppression similar to that of the nurturing 

parent in Berne’s transactional analysis ego state (Johnsson, 2011). Were the facilitator 

to employ the autonomous mode inappropriately the group may find progression 

challenging due to a lack of understanding of the boundaries. In the aforementioned 

example I acknowledged that while the PATH was exhibited for review in each Co-

Researcher meeting, the ground rules were not so prevalent or accessible, which could 

have influenced this co-researchers complaint to be persistent.   

Heron (1999) goes on to observe that the modes can overlap and include each other, for 

instance while the project inherently has some hierarchical boundaries associated with 

the NHS Research Ethics approval, in the process of exploring the cooperative elements, 

we observed that it would be useful to liaise with our stakeholder groups, as such this 

activity was undertaken autonomously. 

As a practice developer I am aware of the historical background (Heron, 1999, Rycroft-

Malone, 2004) and building evidence base relating to the significance of skilled 

facilitation to achieve the transformation of culture (Crisp & Wilson, 2011, Hunnisett, 

2011, Scott, 2013, West, 2013, McCarthy, 2014) to mobilise knowledge (Kapczynski, 
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2008, Phipps & Shapson, 2009) and evidence to support practitioners and team to offer 

care and support that is person centred safe and effective (McCormack et al, 2013, 

Manley et al, 2014, McCance, 2013). According to Ryecroft-Malone (2004) facilitation is 

central to mobilising knowledge and to enable individuals and groups to appreciate their 

own behaviours and decide whether to act on this, while others have identified (Crisp & 

Wilson, 2011) that successful facilitation ought to have the expressed intention of 

growing and developing new facilitators.  

 

Insights 

This journey poses questions for future practice within EKHUFT, the whole system 

locally, and has transferability for across the UK, in particular for Learning Disability 

Nursing as part of the family of nursing. 

My Healthcare Passport is a tool that can be used across the whole system, to enable 

health and social care professionals to provide care that is person centred. Tap2tag as 

an Information Technology solution to safeguard the personal information, has the 

propensity to engage new stakeholders in the tool, particularly outside of EKHUFT and 

further research may be warranted to consider its use in other environments and with 

other potentially vulnerable people. 

My Healthcare Passport’s use within EKHUFT can be further embedded by ensuring it 

place within the EKHUFT 4C Framework (EKHUFT, 2014) and as an essential element of 

Patient Safety projects.  

My Healthcare Passport to be included in current monitoring processes:-  

• EKHUFT Learning Disability Reasonable Adjustment Audit 

• Annual Learning Disability Mortality Case Notes Audit 

while download monitoring data will be included within the annual Learning Disability 

board report. 

The national Learning Disability Mortality Review (University of Bristol, 2015) will also 

want to understand how My Healthcare Passport might impact on patient care, 

prompting further study. A planned evaluation of the east Kent based Learning Disability 
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Repeated Admission Pathway may provide scope to establish My Healthcare Passports 

role in improving experience and reducing acute admissions.  

 

This study has sought to contribute to the research by and about Learning Disability 

Nurses and Nursing. Learning Disability Nursing arrives at an important juncture, while 

Tuffrey-Wijne (2014) indicates that the field is an important enabler to having 

adjustment occur, numbers employed in the NHS appear to be rapidly reducing (RCN, 

2016) and do not appear proportionally in line with the rest of the family of Nursing nor 

in proportion with the population of people with learning disabilities – see table 5. 

While this does not impact on the quality of this study, the rarefied atmosphere within 

which it sits could be considered to impact on its value. As such while I was unable to 

engage other Learning Disability Nurses to become co-researchers, I was gratified that 

many contributed as stakeholders and have influenced the project directly.  

 

In the current context, practice development and action research methodologies hold 

an important opportunity for Learning Disability nurses, to reflect on their practice, to 

co-create inquiry’s with stakeholders and of significant importance, to reduce the gap 

between evidence and practice, harnessing the role of facilitator to ensure that 



88 | P a g e  

 

evidence and practice are not separate entities, but symbiotically related in a way that 

improves care that is person centred safe and effective.   

The EKHUFT infrastructure for nursing research has changed immeasurably over my 

term of employment, enabling transformative studies to be possible, the development 

of local leadership and engaging many in the activities of critical companionship and 

high support and high challenge has facilitated, catalysed and had a significant influence 

on this journey, as such replication of this to support novice researchers such as myself 

is required. 

As a practice developer and facilitator exploring emancipation, I’m gratified to know 

that through engagement in this study co-researchers are engaged in or leading on 

spirals of activity, using tools from this project with other stakeholders in other contexts 

and one has returned to university to commence a PhD.  
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Chapter 7 Conclusions and Recommendations 
 

This chapter presents the key findings from the study and critically reflects on the 

methodology and methods used. It also examines the study’s contribution to nursing 

and healthcare, and identifies implications for policy, research, practice and workforce 

locally, regionally and nationally.  

This dissertation set out to provide documentary evidence of the exploration of the 

research question “How do I -with co-researchers/practitioner researchers- 

collaboratively identify, implement, evaluate and refine strategies that enable the 

passport to be used effectively in health and social practice in a person-centred way 

with people with learning disabilities”, while also identifying the  

• practical implications of implementation of My Healthcare Passport  

• approaches, methods and indicators that will assist in evaluation 

• how traditionally excluded groups can be engaged in research activity. 

• research and facilitation skills necessary for scholarly practice inquiry in the 

workplace. 

• contribute to the evidence base produced about Learning Disability Nursing 

Key Findings 

My Healthcare Passport  

This report identifies that My Healthcare Passport is a tool owned by people with 

learning disabilities, their families and supporters, which provides information about the 

individual to support primarily hospital based healthcare professionals, to enable care is 

person centred safe and effective.  

It is acknowledged that as such My Healthcare Passport supports activities to make 

reasonable adjustments relating to the owners communication, choice making, 

collaboration and coordination (EKHUFT, 2013), and as such contributes to legal and 

organisational objectives, and supports whole system collaborative practice. 
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Reflections: Paradigm, Methodology & Methods 

Habermas’s (1972) critical social theory, through Lincoln & Guba’s naturalistic paradigm 

(1985) along with McCormack & Titchen’s (2006) critical creativity not only provide a 

basis for exploration of the above question based on an interest in emancipatory 

knowledge and action, but also enable a route to challenge sterotyping, prejudice and 

discrimination through the use of creativity; this provides an opportunity for human 

flourishing and improve wellbeing. Application of this world view provides for inclusive 

exploration of the topic, on a mutual footing, which is consistent with my values and 

beliefs, while it has also been identified that no similar studies in this area currently 

exist. 

Application of a participatory action research methodology as an insider/practitioner 

researcher harnesses the expertise and knowledge of the context, however there are 

challenges for the researcher relating to the power structures and the stresses and 

strains of being a living contradiction to ones values.  These are challenges I have 

experienced and along with my greater understanding of the systematic processes 

associated with real world research, the depth and breadth of my reflective abilities has 

extended. I have greater appreciation for the knowledge mobilisation opportunities 

associated with such a position, the support systems required for a quality study 

including the activities that benefit my wellbeing in carrying out such a task. I am also 

better prepared to understand the contexts and challenges of future clinical academic 

opportunities. 

The study design sought to translate and apply practice development and emancipatory 

facilitation methods with a co-researcher group from mixed cultures and abilities, 

enabling their consultation with stakeholders. The synthesised data sources indicated 

two journeys for consideration. 

 

Findings 

The first journey ‘Developing cognitive and affective understanding and awareness of 

the Co-Researcher role and status challenges (becoming integral to activity)’ split into 
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three stages exposing- through three phases -the pressures for individuals in group 

development positing a cycle of development of understanding the co-researcher role, 

while also unexpectedly uncovering an inherent inequality of access to research for 

people with learning disabilities. 

The second journey ‘Evolving harmonisation through collaborative activity producing 

further spirals of activity’ scrutinises seven stages of collaborative activity to identify 

further spirals of work to spread and sustain awareness and use of My Healthcare 

Passport. This journey is placed in context of Heron’s (1999) modes of facilitation and 

critically reflects on the significance of a skilled facilitator, insider/practitioner 

researcher.  

 

Implications and Recommendations 

Drawing on the insights from each of these journeys, below is a list of implications and 

recommendations for future activity:- 

EKHUFT 

1) Learning Disability Annual Report to include My Healthcare Passport data 

sources from download data, Reasonable Adjustment audit, Mortality audits 

2) My Healthcare Passport to feature as part of Patient Safety initiatives 

3) My Healthcare Passport to feature in all Learning Disability & Safeguarding 

education and training opportunities. 

4) My Healthcare Passport to be featured as part of the 4C Framework for making 

reasonable adjustments. 

5) Human Resources will want to consider issues associated with identification and 

DBS checking in plans to employ more people with learning disabilities. 

 

East Kent & Regional system 

1) A collaborative My Healthcare Passport / tap2tag evaluation project to be 

undertaken. 
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2) Explore the possibility of My Healthcare Passports transferability across the 

whole system with other potentially vulnerable groups of people. 

3) Identify the impact of My Healthcare Passport in Learning Disability Repeated 

Admission Pathway evaluation. 

4) Co-Researcher Consultants to make a film about their difficulties in becoming co-

researchers to create a debate locally and nationally. 

5) Supported employment organisations to ensure all people they support have 

identification to enable an enhanced DBS check 

 

National 

1) Learning Disability Mortality Review to identify the role Passports play in having 

adjustments made for people with learning disabilities.  

2) Learning Disability Nursing to employ practice development & action research 

methodologies to challenge stigma and increase the depth and breadth of 

Learning Disability Nursing research. 

3) Healthcare providers intent on improving knowledge mobilisation will want to 

ensure the structures are in place to support innovative and transformative 

cultures. 

4) Central Government to provide a subscription free DBS update service to people 

with learning disabilities. 

 

Research  

1) Are assumptions that people with learning disabilities do not have requisite 

identification to apply for a DBS check correct? Could this be a key inclusion 

indicator?  

2) How do we engage people with learning disabilities who lack capacity be actively 

engaged in a co-researcher role? 
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3) How My Healthcare Passport and local Health Facilitators contribute to the 

reduced repeated admissions of people with learning disabilities across the 

whole system? 

4) Learning Disability Nurses to harness practice development and participatory 

action research methodologies, applying to the health and wellbeing of people 

with learning disabilities. 
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Appendix 1  

Evidence of how local people have influenced the development of ‘My 
Healthcare Passport’ 
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Literature Review Findings 
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history’s. Mainstream 

healthcare provider guidance 

with patient and family input. 

 Social 

Media 

& 

online 

source 

“Health Passport OR 

Patient Held Record” 

Riemsma, R, Taal, E, Brus, Herman L, Rasker, Johannes, J, 

Wiegman. (1997) Coordinated individual education with 

an arthritis passport for patients with rheumatoid 

arthritis. Arthritis & Rheumatism 10 4 238-249  

Primary RCT research  

Improved coordination of 

care for physios 

Passport as a regularly 

updating record keeping 
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communication tool for 

professionals, patient 

held/responsible, patient 

take to each appoint for prof 

to update. 

Discussion – not all mdt used 

 Social 

Media 

& 

online 

source 

“Health Passport OR 

Patient Held Record” 

Ko H, Turner T, Jones C, Hill C. (2010) Patient-held 

medical records for patients with chronic disease: a 

systematic review. Quality and Safety in Health Care 

19(5):e41 

Secondary research 

Systematic review of 14 

studies including diabetes, 

oncology, mental health, 

arthritis, stroke and palliative 

care. Varying degrees of use. 

Effectiveness generally low. 

PHR – synonyms logbooks, 

patient travelling records, 

shared care diaries. Contain 

key patient & healthcare 

information & blank sections 

for professionals to write  

 Social 

Media 

& 

online 

source 

 Burke, C (2012) Learning Difficulties and Ethnicity: 

Updating a Framework for Action. Foundation for People 

with Learning Disabilities. Available online at 

http://www.learningdisabilities.org.uk/content/assets/p

df/publications/Equalities_framework_-

_final_combined_report_170512.pdf?view=Standard last 

accessed 11-11-15 

Referenced in a report 

Recommendations to local 

healthcare organisations 

having learning disability 

healthcare passports.  
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 Social 

Media 

& 

online 

source 

 Bowness, B (2014) Improving general hospital care of 

patients who have a learning disability. Available online 

at 

http://www.1000livesplus.wales.nhs.uk/sitesplus/docum

ents/1011/How%20to%20%2822%29%20Learning%20Di

sabilites%20Care%20Bundle%20web.pdf last accessed 

11-11-15. 

Context : Standard document 

for Wales.  

Passport intended to support 

effective communication with 

patients carers family 

members and clinicians 

(boundary object). Provides 

information about the 

person, needs and meeting 

them. Based on 

Gloucestershire model. Key 

information to improve 

communication, diagnosis & 

treatments and travel with 

the person, reduces risk, 

improve quality of 

experience. LD Liaison Nurses 

appear to have had positive 

impact on uptake. 

Community Teams should 

monitor details of passports    

 Social 

Media 

& 

online 

source 

 Evan, F Beattie, R, Sloane, C & Hurley, H. (2012) 

Researching Inequalities in Cancer Black & Minority 

Ethnic Communities and People with Learning 

Disabilities. Available online at 

http://www.involveyorkshirehumber.org.uk/resources/h

ealth-and-social-care/researching-inequalities-in-cancer/ 

Last accessed on 11-11-15 

Good practice example 

Context: Vulnerable In –

Patient Passport led by 

Safeguarding Lead for use 

with many patient groups. 

Adaptation of 

Gloucestershire model.  
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 Twitte

r Chat 

theme

d blog 

 Nurchat (2013) NurChat Summary 19/03/13 – World 

Down Syndrome Day and delivering effective nursing 

care. Available online at http://nurchat.co.uk/nurchat-

summary-190313-world-down-syndrome-day-and-

delivering-effective-nursing-care/ last accessed 11-11-15 

Blog : passports in context of 

CIPOLD (2013). 

Passports to improve deliver 

of nursing care   

 Twitte

r Chat 

theme

d blog 

 WeLDNurses (2013) Accessing Acute services; Should 

there be a national hospital passport for people with 

learning disabilities? Available online at 

http://www.wecommunities.org/tweet-chats/old-chat-

details/13 Last Accessed on 11-11-15 

Interpretative blog : 

Context 40 LD Professionals 

Description: provide acute 

staff with vital info on patient 

with ld to improve patient 

experience.  

Blog : Research, national, 

widen to vulnerable people, 

LD Ward champions, co-

produced. 

 Twitte

r Chat 

theme

d blog 

 WeLDNurses (2015) The use of Hospital Passports. 

Available online at 

http://www.wecommunities.org/tweet-chats/chat-

details/2588 Last accessed on 11-11-15. 

Interpretive Blog 

Context : 26 LD Professionals 

Description : Owned by the 

person, family/carers, aimed 

at Healthcare professionals  

Concerns: HCP not using 

information 

Blog :  

Differing formats (79), 

national passport? Digital 

version?  

Ownership & Safeguarding 

Education & Training. 

Reducing duplication  
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Appendix 3  

Table showing the secondary thematic analysis of the literature taken from notes column of table in 
Appendix 2 

Improve communication, providing key 

information  

Legal, and organisational drivers Whole system collaboration 

Improve communication gain rapport best 

forms of communication Key information 

to improve communication connections 

between acute staff 

provides information to hospital staff 

about a pwld 

Enhanced communication up to date 

information for Acute HCP patient need 

empowering individuals 

help dental staff  to know about patient 

need provide a patient portrait, likes and 

dislikes  

identifying ‘normal’ presentation  

containing information on patient’s needs 

help staff in care planning  

Passport helped staff understand needs 

provide information understand preferred 

methods of communication understanding 

and managing behaviours Provides 

information about the person, needs and 

meeting them provide acute staff with 

vital info on patient with  learning 

supporting with assessment of capacity, 

enhancing patient safety, risk assessment  

enhance safety reducing inequalities and 

meeting legal obligations disseminating & 

embedding new practice in organisational 

system provide continuity of care 

education Nurse education  

reduced time pressures 

, reduces risk, improve quality of 

experience Improve health outcomes & 

experiences of pwld & families Reducing 

vulnerability by making holistic Passports 

to improve deliver of nursing care to 

improve patient experience 

multiagency, enhancing relationships 

useful in transition (child to adult, 

community to acute), family carers 

careworkers and community staff helped 

with accessing specialist support allowing 

carers flexibility to support effective 

communication with patients carers family 

members and clinicians empower 

individual to know about health and 

service 
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disabilities eg levels of mobility 

requirements for eating and drinking 

communication of pain, travel with the 

person 
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Appendix 4 

NHS Research Ethics Approval Letter 
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Appendix 5  

Accessible Participant Consent form 
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Appendix 6 

Co-Researcher Meeting notes dates 17th October 2014 

17th October 2014 –Renal Seminar Room, Kent and Canterbury Hospital 

Team in attendance 

 

We talked about what it might mean to be a researcher? 

- How is the Passport working? 

- Is the passport working?  

- Asking questions 

- Collecting Information  

- Collecting information 

- Ask for ideas / opinions  

- Talk to people  

- Working toward a goal? 

- Investigating 

- Forming hypotheses  

- Testing as is now / evaluate  

- collating 

- analysing  

- reporting/presenting  

- making decisions 

- making changes  

- Changes 

- Helping out 

- Meeting 10 times over the space of a year with some work to do between meetings. 
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We had some Hopes Fears and Expectations for this project 

 

We drew some life shields 

 

We wrote some ground rules for working together 



136 | P a g e  

 

- Rotating Chair – we all take it in turns 

- Turn off mobiles or put on silent 

- Confidentiality  

o not naming people  

o Consent to be agreed 

- Mindful of language – to try traffic light cards – ****ah to bring to next meeting 

- Not talking over each other 

- Housekeeping  

- No arguing – respecting each other 

- Listening to people  

- Working as a team 

- Communicating with each other  

- Review ground rules each session 

- Notes of each meeting and agenda to be circulated  

o Format to be agreed 

- Not to work alone – work in 2’s and 3 

We started to write a PATH  
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We had some Questions  

- Do Co-Researchers get Trust ID Badges? 

- Do Co-Researchers do Induction? 

- Do Co-Researchers do  Good Clinical Practice Training for researchers  
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We agreed a plan for the second Co-Researcher meeting  

1) Review Ground rules 

2) Who will be Chair? 

3) **** will show us how to use the traffic light cards 

4) Review and finish PATH 

 

We agreed two dates to meet 

Thursday 13th November from 11am until 2-30 

Tuesday 16th December from 11am until 2-30 
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Appendix 7 

Reflection on Co-researcher meeting dated 13th November 2014 

REFLECTIVE FRAMEWORK TO GUIDE ACTION LEARNING FACILITATION 

(Adapted from Johns 1991) 

1. Brief Description of work experience 

The days leading up the second meeting felt quite uncomfortable. There were a whole host of 

technical activities that needed to be completed to have the second meeting happen. Firstly the 

room booking at the Hospital was not possible, getting used to the room booking system at the 

University was challenging and they did not confirm a) when they said they would, nor did they 

send information about catering until the last minute, and I chose not to organise this for our 

meeting. 

The first meeting set out the activities that were required to engage with in the second meeting, 

and me some ideas of what we wanted to achieve and how to plan for it (see session plan). I 

slept horridly the night before, somewhat anxious about the meeting and whether it would 

work. I felt that this was a crucial moment for storming and the beginning of the norming 

process (Tuckman, 1964). I had had some contact from two co-researchers the day before, one 

saying he would not be coming and the other I was aware was off sick, and I assumed that her 

nonappearance at the meeting would be down to this. 

Because of the venue being out of town, I arranged to give lifts to anyone who needed them, 

both ***** and **** asked and communicated beautifully with me to have this happen. It gave 

us a little time to pop to sainsbury’s to buy lunch, although I did not get drinks.  

On getting into the car, **** stated clearly in reference to the DBS check, getting and honorary 

contract and having equal status as a co-researcher, that if I thought that she would be going to 

the police station to have her finger prints taken like a criminal, she didn’t want to be part of the 

project. This rocked me, as while I considered finger prints being a disproportionate activity for 

this purpose, I had been so focused on having the project occur, I had not considered this would 

necessarily be a bone of contention. This clearly became a powerful statement of self advocacy 

(Three E’s) and one which requires further consideration. **** and I agreed to meet to discuss 

how we move forward with this element of her having the same status as the majority of other 

co-researchers. 

The venue was tricky to find for one or two others also and it meant rather than starting at 

11am, we began closer to 11-20. 

We introduced ourselves with party game questions and I identified some of the business that 

we had identified at the last meeting that we agreed that we would continue with, before we 

did this I asked the groups to spend 10 minutes  talking about what we are here to do, and how 
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we might do it, I joined ******** and **** for this chat, and acknowledged quite quickly that  

all members of the co-researcher group could recall the concrete items of the project 10 

meetings over the space of a year, but the issues of the Co-researchers role and 

responsibilities was still unclear, one clinician made reference to their role in the hospital, and 

as such I had to clarify the question of what things they might do as co-researchers. I talked 

about inquiry and investigating, which modelled for the rest the qualities we were looking for. I 

can see that this new role is a stretch for all of us and as such this could be a major area of work 

‘what is the emerging role of the co-researcher in this project?’ The interesting element to this 

question is that this is as much of a stretch for those without learning disabilities as to those 

with. As we ran through the possibilities of the Co-researcher role, we began unpicking what we 

could do in the project, and one or two people ***** and ***** have very definite ideas about 

what to do and talk about it as those are of primary urgency. I suggested that these were all 

possibilities that we should entertain, reflect on and then prioritise, and certainly we would have 

the time later in the morning to map these actions onto the PATH. This activity produced a huge 

amount of energy, activity and had everyone bristling with possibilities.   

I facilitated a review of the ground rules, during which, **** presented the traffic lights cards. 

There was a really interesting interaction during this conversation. **** and ***** explained 

how they worked pretty well, I explained my experience using them and offered this to the 

group. ***** challenged asking if you don’t want to use them do you have to. I looked around 

the group for opinions, personally I’m not a big fan, however I have an appreciation of the 

cultural beliefs in them, that these signify both a difference in the type of group that is working 

together, that it almost acknowledges that people with learning disabilities are involved and 

that if they have the card and use the cards they are exerting a some control over the meeting. 

The traffic lights cards are symbolic to a cohort of people of their ability to have their say, and 

while they almost certainly didn’t come up with the idea of the cards themselves **** and 

***** have advocated for them in the context of this meeting and have gained support from 

others in the meeting. I’d be interested to explore the cards with **** and *****, to delve 

under the my assumption that they are something that they have always used and identify how 

they were introduced to cards such as these, who were the important people who they have 

used them with, and how they feel when they use them. ******* responded to *****, 

indicating it was something that the group should use, and ***** acknowledged this, and the 

group agreed to use them and did so with some amusement and fun throughout the rest of the 

meeting. 

 

The last activity that I led was me offering out the rotating Chair role. There was a pregnant 

pause before ******** volunteered for the role. I was aware from this agenda item that there 

were some concerns expressed about what this might entail, and I identified that in the main we 

had all the agenda items arranged, however I spoke to ******** at lunchtime about the other 

items on my list which in the main were facilitation exercises, ending and clearing and 

evaluation. 
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Once we had allocated the chair role, ****** asked whether she could produce the notes for 

this meeting, this hadn’t been an eventuality I had planned for, but it freed up our time and 

similar to the Creative Space article, ****** held the space open for us to work. It was a great 

contribution to the group, and I was aware that she made copious notes, I’ll look forward to see 

what these look like. 

 

******** took up the challenge of housekeeping, then we dropped into the main agenda items, 

honorary contracts, travel expenses and badges- the latter three, ***** said she would be able 

to help with, producing papers, forms and documents, some of which were handed over to 

******* and ******. I could see that the latter two found the amount of paperwork challenging 

and we agreed to link ******* and ****** up with *****, so she could send the details to them 

directly. I suspect if we have to do the same with ****, this will be a little more complex. There 

was an outstanding question for me about *****’s offer to put the travel expenses through as 

‘volunteers’, and whether this would confuse the systems, there could also be considered an 

inequity in the group. I’ll explore this with Twyla Mart and get an update on the progress of **** 

and *****’s DBS checks. 

 

I agreed to meet with ***** and **** to consider the challenges of getting a) Honorary contact, 

as the b) DBS system was so complex for someone with learning disabilities. ****** also 

expressed some difficulties with the a) Honorary contracts system, and I suggested that perhaps 

we could widen this out, to consider barriers to all non NHS staff getting into NHS research as 

researchers. But we acknowledged that there was something distinct between **** and *****’s 

experiences and those of ******. 

We managed to handle all these issues prior to lunch, where everyone tucked in, there were 

some comments about the lack of drinks – I’d forgotten. 

I was very aware during the morning that ***** and **** said little unless directly asked a 

question or to present something, and this, along with the missing participants certainly had an 

effect on the atmosphere. 

After lunch ****** began mapping the possible activities on to the PATH, and we discussed and 

debated these, **** became engaged in this conversation and initiative questions, and 

progressing the whole project, and I was aware along with the first part of the morning, that the 

whole group took a creative leap into the unknown. The group is clearly much more comfortable 

talking about the project and what we can do together, than the nuts and bolts of the group 

processes – although we need to go through that process to a) ensure everyone attends the 

meeting and b) everyone has the opportunity to contribute to the meeting. 
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I sense that we are still working our way toward ***** contributing independently, I’m aware 

that people often step in to help her, last time ***** did, this meeting ******* did. It might 

be worth me considering sitting next to her in the next meeting to see whether I can have any 

impact on this. 

 

The afternoon bristled with activity, co-researchers used the RAG cards to contribute and the 

group identified some actions quite quickly including a series of dates that would be important 

to work to, interestingly it was the actions that dictated the dates for the meetings which was 

the last activity of the day.  

The two main activities were :- 

1) Survey Monkey questionnaire which could go out to many communities, the questions 

would be quite short:- 

a. Have you used My healthcare passport? 

b. Name one thing you liked about it? 

c. One thing you would change about it? 

d. Would you like to meet up to talk about the Passport? 

2) ‘Focus Groups’ – we recognised that in our communities there would be people who 

might be interested in giving their opinion face to face. Some of the group had some 

definite ideas about questions we would ask, they tended to be quite closed. I posited 

we could ask quite open questions, and gather peoples thoughts and ideas. It might be 

worth introducing the CCI exercise at the next meeting as a tool we could use to gather 

peoples thoughts. Using CCI would enable us to call this idea a ‘workshop’, which would 

fall in line with the boundaries of our NHS REC approval. There is a question for me here 

about how NHS REC might police the activity, as such I’ll take advice from Kim as to how 

to frame the activities. 

3) Observations of care – it was considered that we might be able to adapt the 

observations of care (Harrison, 2010) method to gather further information about the 

usage of the passport by staff, and the interaction with patients and carers. This would 

be quite targeted though and we asked ******** to consider and reflect on whether 

these two things could work.  

 

We identified that the audience for 1) and 2) was significant and as such it would be pertinent 

to complete a community map, we agreed the method for this would be using post it notes, as 

this would enable us to move the pieces of paper around, enabling us to order them effectively. 
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The whole team took part in this activity and we realised we had a large resource of people 

friends, contacts and groups who might wish to contribute.  

During the community map exercise, **** made some indication that she was not feeling well, it 

seemed a little dramatic also underplayed, others in the group responded/reacted in the 

expected way, she seemed to recover. I sense that **** does certain things to elicit certain 

responses, I’m unsure whether these are conscious and intentional, but they can feel a little 

staged at times. I’ve not sought to ask about her smoking as yet, but I will. 

Having relooked at the community map and the order we have given it, I suspect we won’t have 

the resources to meet with all of these groups, unless we as a group invite the all to one large 

stakeholder event. 

The survey monkey questionnaire would go out before Christmas and would be available until 

the end of January, when we would begin to get some data back. Then we would begin the 

workshops. By the March meeting we would have finished this scoping exercise, and be ready to 

move forward. 

The dates for the rest of the year were arranged at the end of the meeting, and ******** 

effectively conducted a verbal evaluation exercise. Several expressed that they had come into 

the room nervous today, and that they were pleased with progress. 

I asked all those to consider taking 30 minutes to reflect, think about, write down what they 

thought of the meeting, and what was important to them in the meeting. 

 

Harrison, A (2010) Using 'observations of care' in nursing research: a discussion of 

methodological issues. Journal of Research in Nursing 1–11 

 

Harrison (2010) ‘Using “observations of care” in nursing research: a discussion of 

methodological issues’, Journal of Research in Nursing, 16(4), 377387 

 

• What are the key questions you are asking yourself? 

The key questions are tend to reflect the links to the academic interpretation of what has gone 

on here. 

Key elements are:- 

• RAG cards and objects of reference 

• Group development and considering Herons work that Kim sent me. 
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• Encouraging others to reflect 

• Reviewing roles of Co-researchers 

• DBS checking 

 

 

• Which question is the most significant for you? 

Links to academic writing, how will this progress? 

2. Analysis: Helping the presenter to become aware of the following for 

him/herself through asking questions such as: 

 

• How are you feeling and why? 

Anxious that I’m going to sustain this level of enthusiasm  

 

• What are the internal factors (e.g. your purpose, knowledge, values, aspirations, drivers) 

impinging on the situation you have described? 

 

The internal values that I bring to the table are explicit with the project paperwork and I can see 

that modelling them prompts a way of working. The rotating chair is not something I’m 

completely comfortable with, as the meetings require much more structure to ensure that 

others can take on that role, however this does have the impact of enabling others to 

contribute. We will review this activity at future meetings and see whether there is another way 

of working. 

 

• What are the external factors (e.g. workplace culture, organisation of work, relationships) 

impinging on the situation you have described? 

Handling the internal tensions within the group, along with the mixed abilities is challenging. I 

wonder how gender, age and ability might observably impact on the project, I’m aware that 

***** and *******’s interventions to support prompt me to think about Berne and 

Transactional analysis 
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• What are the consequences of your actions for your self and others? 

This has a rich source of elements again. It reinforces the themes of the project. 

(1) Barriers to research – admin, dbs & NHS REC issues. 

(2) Group process, working together & leadership – Person centred (Cardiff, 2014) 

(3) The Implementation and evaluation of my healthcare passport. 

To continue to delve into these at each meeting and see how each of the co-researchers might 

contribute, to this stage of scoping. 

 

• What alternative options did/do you have and what are the consequences of each option 

for yourself and others? 

 

 

3. Learning & Closure 

 

• How are you feeling now? 

Looking forward to Christmas. A little frustrated, I’ve worked so hard for this and a) I want it to 

be perfect, which has me anxious and gets me into fight or flight. Which in my facilitation style 

can appear as domination or absence.  

• What have you learnt? 

It might be worth me recording a meeting to see how this may help my reflection on facilitation 

style. 

• What actions will you take away (action points) 

Discuss facilitation style with the group at the next meeting, Will look to Heron for guidance. 

• How much challenge and support have you experienced on a scale of 1-10 (1-low, 10-high) 
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Cardiff, S (2014) Person-Centred Leadership : A critical participatory action research study 

exploring and developing a new style of (clinical) nurse leadership. Unpublished Thesis. 

University of Ulster. 

 

Harrison (2010) ‘Using “observations of care” in nursing research: a discussion of 

methodological issues’, Journal of Research in Nursing, 16(4), 377387 
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Appendix 8 

Claims Concerns and Issues from Co-researcher meeting dated 20th 
January 2015 

 

Primary Analysis 

Claims : Sharing and presenting the project, Progress with the questionnaire publication  

Comfortable communication in team meetings, EKHUFT Comms have published in Trust 

News 

 

Concerns : Outcomes of the project, Co-researchers Team concerns, Getting the project 

done in time. 

 

Issues : Having systems work for everybody? Admin associated with Co-researcher role? 

How will we facilitate and lead on data gathering? 
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Appendix 9 

Whatsapp transcript  

20/01/2015 18:25:46: You created group “Passport co researchers” 

 

20/01/2015 18:26:17: Daniel Marsden: Hello! 

 

20/01/2015 19:01:48: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Hi, found it 

 

20/01/2015 19:07:27: Daniel Marsden: Yay! Welcome. 

 

20/01/2015 19:13:58: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Do the others just join or do I need to look for them 

 

20/01/2015 19:17:26: **** W: Hello 

 

20/01/2015 19:25:22: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Hi **** 

 

20/01/2015 19:33:05: ****** G: Hello everyone ! 

 

20/01/2015 19:41:58: **** W: How's everyone 

 

20/01/2015 19:43:16: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Feeling cold now but luckily no more snow 

 

20/01/2015 19:43:18: ****** G: Good thanks **** . Hope you are putting up your feet and 

resting 

 

20/01/2015 19:45:00: **** W: That is so true I am resting thanks 
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20/01/2015 20:19:07: Daniel Marsden: ]  

 

20/01/2015 20:19:37: Daniel Marsden: Have invited ******* ***** ***** and ****** too! 

 

20/01/2015 20:20:02: ****** G: Great 

 

20/01/2015 20:20:06: **** W: Cool 

 

20/01/2015 22:34:51: You added ******* B 

 

20/01/2015 22:35:29: Daniel Marsden: ******* has downloaded the app and has now joined 

the group! 

 

20/01/2015 22:36:43: ******* B: I've joined the group! 

 

20/01/2015 22:36:53: Daniel Marsden: ]  

 

21/01/2015 05:54:33: **** W left 

 

21/01/2015 10:10:39: Daniel Marsden: Good to see ******** at Whh today! 

 

21/01/2015 12:00:36: Daniel Marsden: Hope today is treating you well. The questionnaire has 

now been altered! As of yesterday evening we had had 14 responses. 

 

21/01/2015 13:18:42: **** W: That good 

 

21/01/2015 15:42:04: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Looking positive 

 

21/01/2015 17:07:03: ****** G: Will be brought up at medical ward managers meeting on 

Friday 
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21/01/2015 17:07:39: ****** G: Daniel Ut is nite being sent out via email, only in test news. 

Think response Will be much better via email 

 

21/01/2015 18:58:07: Daniel Marsden: 3aea706633898179ec9832cf316418aa.jpg <attached> 

 

21/01/2015 18:58:09: Daniel Marsden: Hope so. I'll attend to this by the end of the week. 

Thought you might also like to see this. 

 

21/01/2015 19:04:48: ****** G: Excellent 

 

21/01/2015 19:06:43: Daniel Marsden: I'm aware that so far everything is coming through me. 

I'm happy to be the figurehead, but it can get a little lonely! 

 

21/01/2015 19:08:58: ****** G: You want a volunteer??? Count me in !! 

 

21/01/2015 19:13:38: Daniel Marsden: Feel like we need to be taking a proper photo of the 

team so we can properly introduce who we are and what we are doing! I'd be interested in your 

thoughts. 

 

21/01/2015 19:13:57: Daniel Marsden: On everyone's thoughts that is! 

 

21/01/2015 19:16:49: **** W: Do you mean all together in a team photo or individual pics 

 

21/01/2015 19:17:21: ****** G: Team photo 

 

21/01/2015 19:21:16: **** W: Sounds like a good idea but what is the reason for it 

 

21/01/2015 19:23:42: ****** G: To promote us and show people what a lovely bunch we are!! 

 

21/01/2015 19:26:07: **** W: I wouldn't know what to say 
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21/01/2015 19:56:07: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Team photo would be good and nice for all of us to keep too 

 

21/01/2015 19:57:58: ****** G: **** you would have a script ir nite to read from. You would 

be fab! 

 

21/01/2015 20:08:01: **** W: OK then that's fine 

 

21/01/2015 21:55:11: Daniel Marsden: ]  

 

22/01/2015 14:49:00: You added ***** C 

 

22/01/2015 14:49:16: Daniel Marsden: ***** has now joined us! 

 

22/01/2015 15:24:22: Daniel Marsden: Met ***** today, we've talked about *******'s 

******'s ****'s and *****'s visit to see her on 4th feb. 

 

22/01/2015 15:25:06: Daniel Marsden: We also talked about having a team picture when we all 

next meet! 

 

22/01/2015 16:21:24: **** W: Sounds good 

 

23/01/2015 20:59:57: Daniel Marsden: Have a good weekend all! 

 

23/01/2015 21:00:20: ***** C: You too 

 

23/01/2015 21:00:34: ****** G: And you 

 

23/01/2015 21:42:15: ******* B: Have good weekend all. Avoid operation stack! :-S 

 

28/01/2015 09:15:02: You added 623088 7917 +44  
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28/01/2015 09:15:54: Daniel Marsden: Morning all, ****** has now joined us and has sorted 

out the notes which will be appearing in your inbox very soon! 

 

28/01/2015 09:17:10: **** W: OK cheers 

 

28/01/2015 12:04:46: ******* B: Hi all. I had a meeting with the matron at royal school for deaf 

children, Margate to discuss the hospital passports. They are going to make sure that all the 

learners at the school and college and adult provision have one. She had some good ideas and 

suggestions which I'll email to you all. Keep warm! 

 

28/01/2015 12:11:35: **** W: Sounds good to me 

 

28/01/2015 12:14:40: ****** G: ]  

 

28/01/2015 13:32:49: Daniel Marsden: Great. Have spoken to Sylvia who is going to do the 

research training session with us. How does 24th march sound? 

 

28/01/2015 15:52:46: **** W: Hi all sent out email with the next dates of DPG and who to 

contact which I was asked to do so task completed 

 

28/01/2015 16:00:42: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Will check diary for the 24th 

 

28/01/2015 16:02:10: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Could do the afternoon on 24th, have education meeting in the morning 

 

28/01/2015 16:49:00: ******* B: 24 th ok for me 

 

28/01/2015 16:59:47: ****** G: I also have education link nurse in the morning at whh 

 

28/01/2015 19:10:40: Daniel Marsden: I understand it would be around 2 hours. We could 

consider WHH as the venue if that would help. 
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28/01/2015 19:11:59: Daniel Marsden: **** - thanks for the dates. I've got some time 

tomorrow, are you around for a conversation? 

 

28/01/2015 19:15:26: **** W: Yes that is fine with me Daniel 

 

30/01/2015 17:59:37: Daniel Marsden: Evening all, am back at William Harvey on Tuesday when 

I'll be making time for the actions from our meeting notes! Have a good weekend all. 

 

30/01/2015 18:00:21: **** W: Cheers you too 

 

30/01/2015 18:08:46: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Got some feedback today so have started collecting post it notes. Have a good weekend 

xx 

 

31/01/2015 12:38:24: Daniel Marsden: f7dc3822240aebe9d75eba3369e829be.jpg <attached> 

 

04/02/2015 07:55:18: **** W: Hi won't be able to come to today's meet up as i m feeling under 

the weather due to my pregnancy sorry for that 

 

04/02/2015 08:17:16: ***** C: Morning ladies and Daniel, i will be at the outpatient entrance 

just before 10 for  those of you getting your badges. Please bring some form of id, something 

with your name and address on should be fine or photo id if you have it.. See you later. 

 

04/02/2015 09:00:22: **** W: a33151c8a90eb657a5259650bf534b9b.m4a <attached> 

 

04/02/2015 09:01:21: **** W: Sorry wasn't supposed to do that 

 

04/02/2015 09:04:04: ***** C: Sorry to hear that, hope you feel better soon. 

 

04/02/2015 09:05:17: **** W: Thanks 

 

04/02/2015 09:13:02: ***** C: Hi ladies, will need your national insurance number too. 
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04/02/2015 11:02:33: Daniel Marsden: a6476385f26a6f5b9ee966ce5049b0e6.aac <attached> 

 

04/02/2015 11:10:13: **** W: Hi got your message thanks alot 

 

04/02/2015 11:42:53: ***** C: Badges and induction done. I will bring expenses form and help 

complete them at our next meeting. Let me know if I can help with anything else. 

 

04/02/2015 11:47:53: ****** G: plenty of rest **** x 

 

04/02/2015 13:47:58: ******* B: Thanks ***** for today. ****, rest up to look after yourself 

and that little baby. Daniel received the voice message, thank you. 

 

04/02/2015 17:52:30: Daniel Marsden: Had a great day! Met a practice nurse who has the lead 

for learning disabilities in her surgery. Really interested in the passport and put research. Will 

see where this leads! 

 

04/02/2015 18:06:28: ****** G: ]  

 

04/02/2015 18:37:43: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): ]  

 

05/02/2015 17:47:37: Daniel Marsden: Have had. Call today from Jo Cunningham who is 

organising the health subgroup of the partnership board. There's a meeting happening next 

Tuesday 10th February afternoon in Maidstone. I'm happy to reschedule my diary if someone 

were able to join me! 

 

05/02/2015 17:54:22: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Hi - have sent the survey link to all 42 of my staff so hopefully will get some more 

responses. 

 

05/02/2015 17:54:35: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Hope your feeling bit better today **** x 
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05/02/2015 17:57:15: ****** G: it hasnt gone out on trustees email yet 

 

06/02/2015 10:44:25: ****** G: trust not trustee 

 

06/02/2015 10:46:52: ****** G: ******** and i are hoping to do a market stall at whh next 

week 

 

10/02/2015 15:37:10: ****** G: ******** and I are doing a market stall at WHH Wednesday 

9.15 - 11 outside the canteen 

 

10/02/2015 17:24:37: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Have the post it notes ready to collect feedback 

 

10/02/2015 17:25:01: ****** G: me too! 

 

10/02/2015 18:27:30: Daniel Marsden: Excellent! We may see you there! 

 

11/02/2015 09:13:58: Daniel Marsden: Medinat - student nurse and I are at Whh this morning. 

We'll be along in s bit! 

 

11/02/2015 10:04:59: ****** G: 315b249eb6c458c2fee7f44ed3e78a5c.jpg <attached> 

 

11/02/2015 10:07:37: Daniel Marsden: Very cool! 

 

11/02/2015 17:28:55: Daniel Marsden: 9711770cd47b0549a733492a5302ba9b.jpg <attached> 

 

11/02/2015 17:29:27: ****** G: excellent 

 

11/02/2015 17:56:18: **** W: Great 

 

11/02/2015 17:56:37: **** W: Things are moving on 
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11/02/2015 17:59:34: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): That's good 

 

11/02/2015 18:01:16: ******* B: Great! 

 

12/02/2015 18:03:30: Daniel Marsden: Could anyone be available to come to a teaching 

afternoon for 80/90 GPs on 26th February? 

 

12/02/2015 21:11:02: ******* B: I could possibly. Where will it be? 

 

12/02/2015 21:25:34: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Sorry will be working 

 

12/02/2015 22:48:08: Daniel Marsden: Leas cliff hall Folkestone 

 

12/02/2015 22:49:13: **** W: What time is it 

 

12/02/2015 23:11:59: ****** G: sorry Cant do that date 

 

12/02/2015 23:19:27: Daniel Marsden: In the afternoon. 

 

12/02/2015 23:20:14: **** W: What time in the afternoon 

 

23/02/2015 18:15:31: ******* B: What time are we in Canterbury tomorrow Daniel?  Do I need 

to bring anything with me? 

 

23/02/2015 20:08:13: Daniel Marsden: Just bring yourself tomorrow. At St Mary Bredin Church, 

Nunnery Fields, Canterbury at 10:30. I'll bring some passports, can you prepare to say a little bit 

about what the co researcher team is up to? 

 

23/02/2015 20:59:53: ******* B: Ok. See you tomorrow 
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24/02/2015 08:28:13: Daniel Marsden: d58630123d533ae00a279a369908e1d6.jpg <attached> 

 

24/02/2015 08:29:12: ****** G: hope it goes well 

 

05/03/2015 20:30:33: ******* B: Hi Daniel. What time at shepway DPG Monday?  Can't make 

the dover one. Sorry. ******* 

 

06/03/2015 15:25:51: Daniel Marsden: Sometime after 10:30. Is there anything you need from 

me? 

 

06/03/2015 19:09:44: ******* B: The presentation with the questions? 

 

14/03/2015 14:19:44: **** W: I had my baby on the 11th of March I had a girl named her 

Amelia and weigh 7 pound 13 ounces 

 

14/03/2015 14:31:01: ****** G: congratulations **** . wonderful news. hope you are both well 

x 

 

14/03/2015 14:46:43: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Huge congratulations xx beautiful name xx 

 

14/03/2015 17:33:22: ***** C: Congratulations **** xx 

 

15/03/2015 08:30:26: ******* B: Wonderful news ****. Congratulations. Very best wishes xxx 

 

16/03/2015 10:08:24: Daniel Marsden: Congratulations! Looking forward to meeting her soon! 

 

16/03/2015 16:16:09: Daniel Marsden: Hi all, have spoken to the teacher about research 

awareness training today. We are planning a two hour session on 24th march from 2-4. Who can 

make it? 

 

16/03/2015 16:17:13: ****** G: sorry Toby has appt at gosh that day 

 



158 | P a g e  

 

16/03/2015 16:26:15: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Hi, am on leave so will need to check diary but not at work til 23rd. Where is the session 

going to be held? 

 

21/03/2015 08:41:45: Daniel Marsden: Hi all, got a tweet about this system today 

http://youtu.be/KQ7pNugPJqE  

I'll be interested in your thoughts. 

 

21/03/2015 18:41:05: ******* B: Looks good and would be particularly helpful in an 

emergency. Would need another awareness campaign. Is it costly? 

 

22/03/2015 12:39:56: ****** G: looks good. able to be used by more services than just the 

hospital so more versatile 

 

23/03/2015 08:04:47: Daniel Marsden: Who knows! Worth exploring though. 

 

23/03/2015 08:05:46: Daniel Marsden: Shall we invite some people from it to come and speak 

with us? 

 

23/03/2015 08:06:05: ****** G: yes 

 

23/03/2015 08:07:55: Daniel Marsden: ]  

 

23/03/2015 09:13:38: ******* B: Good idea 

 

23/03/2015 16:42:42: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): What a great idea. 

 

23/03/2015 16:43:24: ****** G: yes 

 

25/03/2015 08:55:50: ******* B: I'm attending a priory group meeting tomorrow of regional 

managers and local managers of care homes to talk about the passports. Would it be an idea to 

ask them if they could let me know if someone goes into hospital with a passport and then 
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interview them afterwards to find out how it worked, if they are happy with that? 

 

09/04/2015 20:02:46: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Post it notes and flip chart paper ready for market stall tomorrow. Will be at Margate 

hospital from 09:00 hours. 

 

09/04/2015 20:03:53: ****** G: Is meeting next Tuesday at 10 or 11? 

 

09/04/2015 20:41:47: Daniel Marsden: Sounds great ********! 

 

09/04/2015 20:42:27: Daniel Marsden: 10am start on Tuesday! Watch out for emails tomorrow. 

 

09/04/2015 20:44:08: ****** G: Fab. Thanks. 

 

10/04/2015 17:00:31: ****** G: Hope qeqm has gone well 

 

10/04/2015 17:18:48: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Went well, visited A&E, CDU and a few wards as well as loitering outside food hall for a 

while, will feedback on Tuesday 

 

10/04/2015 17:28:43: Daniel Marsden: Can't wait! Am slowly sifting through stuff so i can send 

something out to you all in readiness for Tuesday, not forgetting the presentation 20/4/15 

 

10/04/2015 17:29:04: Daniel Marsden: Have a good night shift tonight too, ******. 

 

10/04/2015 17:29:52: ****** G: Thanks 

 

15/04/2015 11:00:34: Daniel Marsden: Morning! Have sent invites to asana just now and 

uploaded the photos! 

 

15/04/2015 11:01:28: Daniel Marsden: Let me know if you have any issues getting in. 
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15/04/2015 11:16:17: **** W: Morning thanks a lot will have a look later 

 

15/04/2015 11:33:50: **** W: No problem with getting in. Unfortunately unable to find 

anything except for "Action Research 2015" within that "Collate results" uploaded by *****C on 

March 6. 

 

15/04/2015 11:46:28: Daniel Marsden: Got it, working on it now! 

 

15/04/2015 11:50:17: Daniel Marsden: Try now. You should go to 'My Healthcare Passport 

Action Research' which has a few more actions! 

 

15/04/2015 11:52:19: **** W: Nothing there 

 

15/04/2015 11:52:44: Daniel Marsden: Okay. I'll keep trying! 

 

15/04/2015 11:55:50: **** W: All that I can see is the project calendar with no date or anything 

on it at all 

 

15/04/2015 12:00:44: Daniel Marsden: How about now? 

 

15/04/2015 12:27:37: **** W: Yes all there cheers 

 

15/04/2015 12:28:02: Daniel Marsden: Yay! 

 

15/04/2015 13:02:46: **** W: Well done it's all new too you so you got there that's all that 

matters 

 

15/04/2015 13:19:16: Daniel Marsden: ]  

 

20/04/2015 17:06:45: Daniel Marsden: Good day in Canterbury presenting. A film was made of 

the day so you'll be able to see what tins and I did! 
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20/04/2015 17:20:36: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Excellent. Glad it went well. 

 

20/04/2015 19:57:52: Daniel Marsden: c9383641092113af49e29d76fba01254.jpg <attached> 

 

20/04/2015 19:59:53: **** W: I look horrible 

 

20/04/2015 20:04:03: ******* B: Brilliant and you look great! 

 

20/04/2015 21:21:54: ****** G: Wow very professional 

 

24/04/2015 08:55:19: ***** C: Well done 

 

07/05/2015 08:50:42: Daniel Marsden: Hi all, It's been confirmed that our work has been 

selected for the EKHUFT conference on Friday 15th may at Ashford international hotel. Would 

someone like to lead on presenting? 

 

07/05/2015 08:54:41: ****** G: I am on annual leave 

 

07/05/2015 08:55:25: Daniel Marsden: Going somewhere nice? 

 

07/05/2015 08:55:53: Daniel Marsden: Ashford is a delightful destination I understand ;) 

 

07/05/2015 09:05:34: ****** G: At GOSH at the moment as Toby has had surgery so next week 

will be some relaxation! Spent my birthday (yesterday) at GOSH too! 

 

07/05/2015 09:08:18: Daniel Marsden: Happy belated birthday! How they are looking after you 

at gosh. 

 

07/05/2015 09:10:21: ****** G: Wonderful as always. Great views from bedside too 

 

07/05/2015 09:10:39: ****** G: f72d91512677cf64ce7471ec703913a0.jpg <attached> 
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07/05/2015 15:48:50: Daniel Marsden: ]  

 

07/05/2015 15:59:34: ******* B: Sorry I'm on holiday too. Hope you get to celebrate your 

birthday at some stage ******. 

 

07/05/2015 16:49:13: ****** G: Thank you 

 

07/05/2015 21:42:10: ***** C: That's great news, i will be there in my comms capacity x 

 

07/05/2015 21:47:28: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): I will be there assisting launch of Hello My Name is campaign so not sure how tied up I 

will be on the day 

 

07/05/2015 21:54:58: ****** G: Hope all goes well 

 

08/05/2015 11:09:19: Daniel Marsden: Excellent. ******** and ***** can I say that you'll join 

in, in one form or another? 

 

08/05/2015 13:41:23: Daniel Marsden: Hi all, have had a reminder of the deadline to submit for 

the public health England conference today. I'm going to put us all down as authors. So you may 

get an email through acknowledging as such. 

 

08/05/2015 13:45:30: ****** G: Ok, thanks x 

 

12/05/2015 07:38:46: **** W: Hi everyone I'm sorry I wont be there today as Amelia is poorly 

and I'm not 100% either. 

 

12/05/2015 07:39:51: ****** G: Get well soon both of you. I won't be there either as Toby had 

surgery last week and is not back to school till tomorrow. 

 

12/05/2015 07:44:52: **** W: Thanks alot hope all went well 

 

12/05/2015 07:46:48: ****** G: Yes thanks ****, plenty of rest and cuddles for both of you x 

 



163 | P a g e  

 

12/05/2015 07:47:51: **** W: Cheers xx 

 

12/05/2015 09:16:57: Daniel Marsden: Thanks for the messages. Hope your days are peaceful. 

 

12/05/2015 13:38:03: Daniel Marsden: 151a5176e4869fcb34646eb48082b342.jpg <attached> 

 

12/05/2015 13:50:43: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Sorry I couldn't make it 

 

12/05/2015 15:00:37: ****** G: Hope all goes well on Friday 

 

12/05/2015 15:10:46: Daniel Marsden: ]  

 

16/06/2015 07:24:01: ****** G: 106f3030aad3f7cd0f7894e21130e097.jpg <attached> 

 

16/06/2015 07:49:03: Daniel Marsden: Excellent! 

 

16/06/2015 07:56:03: Daniel Marsden: Also was thinking/reflecting on power structures within 

our group. Have you come across French and raven's work on this 

https://en.m.wikipedia.org/wiki/French_and_Raven's_bases_of_power 

 

16/06/2015 07:57:11: Daniel Marsden: Would be really interested in everyone's thoughts on 

this, both personally and how that relates to group working. 

 

16/06/2015 08:46:06: ****** G: 6125bf719e4a83ae3f573eecb2b1a795.jpg <attached> 

 

16/06/2015 08:46:06: ****** G: 2fff6d9f8fa594d3e81f9cf776988e3b.jpg <attached> 

 

16/06/2015 16:16:00: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): I will be in the improvement and innovation hub at WHH this Thursday morning with 

questionnaires about the passport and raising awareness. ******* - the hub is only open til 

13:00 hours this week, so that you are aware. 
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16/06/2015 16:17:30: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Daniel - I think this would be a useful aspect to reflect on. Have heard of French and 

Ravens work but not in any detail 

 

16/06/2015 17:00:29: ******* B: Hi ********. Shall I come at 11 or earlier?  I don't know when 

it opens? Do you still think it will be useful for me to come as you are going to be there? 

******* 

 

16/06/2015 17:09:44: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): It is entirely up to you, I will be fine on own if you would rather come another week as 

we are going to try and have a monthly slot 

 

17/06/2015 09:36:02: ******* B: Ok I'll leave it then. I can fit in whenever so if someone could 

let me know the dates at some stage then I'm happy to do another day or more if required 

 

17/06/2015 15:41:10: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Ok, will liaise with the group when dates are confirmed 

 

18/06/2015 09:18:38: Daniel Marsden: Hi all, hope the improvement hub event goes well today. 

Thinking of you all. 

 

18/06/2015 09:19:21: Daniel Marsden: Sorry to say that ****** can't be in Derby today, but the 

poster is here and you are all here by proxy. 

 

18/06/2015 09:19:31: Daniel Marsden: d28e904400b6f89266ef3d8bdebdec5d.jpg <attached> 

 

18/06/2015 09:20:21: ****** G: Well done Daniel! Enjoy! 

 

18/06/2015 17:22:46: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): 2c6383da1442985ad465d6847edda450.jpg <attached> 

 

18/06/2015 17:23:32: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): 3c9538f544172a51fc85888ad1ae0893.jpg <attached> 

 



165 | P a g e  

 

18/06/2015 18:34:46: **** W: Just letting everyone know I met with Daniel this week to talk 

about my feelings of how I didn't think I was doing enough for the group and that was one of my 

reason to leave. I have really thought about things and I have decided to continue 

 

18/06/2015 18:39:16: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Am really pleased you have decided to continue, look forward to seeing you at the next 

meeting 

 

18/06/2015 18:39:31: ****** G: That is wonderful news. You are a real asset to the group. A 

role model for us all. You have become a mum in the middle of all of this and have had lots 

going on with that. I a really pleased x 

 

18/06/2015 18:40:22: **** W: Thanks alot 

 

18/06/2015 22:03:34: ******* B: That's brilliant ****. We've missed you in the group and you 

have so much to offer. Look forward to seeing you at the next meeting x 

 

19/06/2015 22:49:00: ****** G changed this group's icon 

 

24/06/2015 12:34:16: Daniel Marsden: Nice icon ******, thanks. 

 

24/06/2015 12:37:55: Daniel Marsden: We've been invited to share our work at the good health 

group next Tuesday 30th. This is led by a person with learning disabilities and a commissioner, 

so is a great opportunity. Can anyone join me, it will be all the more powerful to have one of you 

there? 

 

24/06/2015 13:32:44: ****** G: Yes I can ]  

 

24/06/2015 14:30:16: Daniel Marsden: Great, anyone else? 

 

24/06/2015 15:39:49: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Sorry I can't next week as my turn for covering the bed meetings 
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24/06/2015 21:20:49: ****** G: What time is meeting Daniel? 

 

24/06/2015 21:23:16: Daniel Marsden: No worries ********, officially the meeting starts at 

2pm in Maidstone. 

 

24/06/2015 21:26:27: ****** G: Oh that may be problematic for me re childcare will let you 

know adap 

 

24/06/2015 21:26:31: ****** G: Asap 

 

24/06/2015 21:28:22: Daniel Marsden: I can request the agenda is moved around if that would 

help? 

 

24/06/2015 21:29:54: ****** G: If I could get back to Ashford for 3 that would be good. 

Whereabouts in Maidstone? 

 

24/06/2015 21:32:34: Daniel Marsden: It would be a big ask I think. 

 

24/06/2015 21:33:00: Daniel Marsden: 20 Church Street, Maidstone, ME14 1LY 

 

24/06/2015 21:36:01: ****** G: Ok. Will let you know when I have spoken to my mum ]  

 

25/06/2015 07:22:59: ***** C: I would have loved too but I have work commitments i can't  get 

out of, sorry. 

 

28/06/2015 22:24:23: ****** G: Yes I have childcare so can make Tuesday 

 

29/06/2015 14:50:05: Daniel Marsden: Excellent. Have emailed the details through this 

morning. 

 

29/06/2015 14:51:58: ****** G: Could you email to my non work email 
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29/06/2015 14:52:24: ****** G: ******andmolly@yahoo.co.uk 

 

30/06/2015 17:04:36: Daniel Marsden: Great presentation today with ****** and *****. 

Interesting feedback too! 

 

30/06/2015 17:46:21: ****** G: ]  

 

14/07/2015 10:17:01: ****** G: Hey ****, are you coming to the meeting today? 

 

22/07/2015 21:54:00: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Will be raising awareness of  the healthcare passport at the Improvement hub at WHH 

tomorrow 08:00-10:30 hours 

 

22/07/2015 22:24:37: ****** G: Well done 

 

27/07/2015 15:34:50: Daniel Marsden: ***** and I met today! 

 

27/07/2015 15:35:00: Daniel Marsden: 5014b628cba8f6b3e9c0f0ed616323d7.jpg <attached> 

 

27/07/2015 15:57:47: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Hooray xx 

 

28/07/2015 08:09:41: ****** G: Well done *****. The world is your Oyster now x 

 

13/08/2015 21:29:11: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): 72f436d748f9d3f915e781e7a876f013.jpg <attached> 

 

13/08/2015 21:30:13: ****** G: Fab 

 

13/08/2015 21:30:37: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Engaging ward nurses and raising awareness with Daniel and LD champion Paula from 

my ward. 
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02/09/2015 08:35:47: M ******** (EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION 

TRUST): Hi, may not make the meeting today as just got home after 5 hour flight delay. Been 

travelling since 13:45 yesterday so feeling exhausted right now and going for a nap. Will catch 

up with you all and happy to carry on with any developments/ projects the group decide to 

continue with xx 

 

02/09/2015 08:52:35: Daniel Marsden: Bless you. If you can manage it, join us for lunch at 1pm 

at cafe rouge. 

 

02/09/2015 13:19:32: Daniel Marsden: 0cdb0fbbb35d84021bc1399ec5177b62.jpg <attached> 

 

02/09/2015 15:42:31: ****** G: Nice lunch. Thanks everyone. 

02/09/2015 20:52:46: ***** C was removed 
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Appendix 10 

Reflection on What’s app Transcript 

REFLECTIVE FRAMEWORK TO GUIDE ACTION LEARNING 

FACILITATION 

(Adapted from Johns 1991) 

 

 

1. Brief Description of work experience  

In the Co-Researcher meeting on 20-1-15 which was attended by all apart from B and C, 

it was agreed at the end of the meeting (possibly after A had left) that What’s app would 

be used by the team to get up to date and stay linked in with progress as the scoping part 

of the project was beginning to take shape. 

It was a democratic decision to use this communication tool, as everyone in the room 

either had experience of using it before, or had a smart phone and were happy with 

testing out the technology. 

I agreed to set up the group and did so that day. I have since D/L a transcript of all the 

conversation, along with all the photos that were shared. I’m aware that there were some 

voice messages shared too, but these have not been transferred. 

In setting up the group, I was aware that I did not initially have everyone’s mobile phone 

number. This included R and A. So the group began with me as admin, B, M, G and W, R 

followed later, but had sporadic use, identifying that she found it’s use difficult on her 

phone. 

How did we use the app: 

January  

- Initially to say hello – getting related – all 

- Report progress –DM, RG, DB, CM 

- Photos – DM  

- Personal insight into role (figurehead – Lonely) – DM  

- Elicited volunteer - RG 

- Prompting ideas - Asking for thoughts – Photo, Training session - DM 

- Encouraging statements – rg cm 

- Warm statements and wishes – DB MC RG 

-  Organising dates for diary – All involved minus A. 
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I was aware that A was not involved in this conversation, and was concerned that this had 

established an exclusive communication tool. I resolved to discuss this with SA at the 

next meeting on 16-2-15. 

Was pleased with how individuals worked together on this platform from the start. 

Good use of facilitative questions  

February 

- Sending apologies for meetings – TW 

- Making plans for meetings – MC, DM, CM, RG, DB  

- Mistakenly sending audio messages – TW 

- Warm messages to TW about not feeling well – CM, RG MC 

- Sharing new opportunities – DM 

- Photos showing activity – RG, DM 

SA didn’t arrive at the next meeting, so I arranged a time to visit to establish a 

communication route. 

Good use of mixed media, encouraging creative thinking. 

Use of facilitative questions sharing responsibility 

March 

- Asking facilitative questions – DM 

- News of Baby being born and whole team positive response- TW & team 

- First message relating to tap2tag asking for thoughts – 21-3-15 – DM  

- Responses to tap2tag – RG, DB, CM 

- Organising meetings – DB 

Met SA for the first time on 19-3-15 at EKMencap. We discussed communication routes, 

set up times for me to ring her and asked for EK Mencap support in reviewing her emails. 

We collected her barrier to participation story.  

Introducing new ideas asking for thoughts  

April  

- Organising meetings – CM 

- Reporting on progress – CM, DM 

- Setting up another software platform – DM, TW, 

Reduction in traffic – move onto asana? More exclusive system. MC’s contribution is a 

hierarchical project management tool, which with a little practice I was able to work with, 

but was not necessarily in keeping with the organic nature of the project.  

May 
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- Conference presentation – asking for a lead – DM 

- Small talk about holidays – DM & RG 

- Photos of London Hospital – RG 

- Engagement in presentation – CM & MC 

- Apologies for not attending meeting – TW 

- Photo of PAR meeting – DM  

This is the point that W drops from the radar.  

 

June 

- Academic theory (French& Raven) dropped in, asking for reflections – DM  

- Acknowledgement of theory – CM  

- Discussion about QIHub –CM, DB, DM 

- Report from Derby conference with Photo – DM 

- Reference to meeting with DM about personal issues – TW 

- Positive reinforcement for statement – RG, CM, DB 

- Change to Group Icon – RG 

- Commissioner meeting opportunity offered out – DM 

- Responses – CM, RG 

July  

- Question about W’s attendance at the meeting – no response – RG 

- QIHub – CM 

- Progress meeting & Photo of SA & Passport – DM 

August 

- QIHub report & photo – CM 

Sept 

- Apologies for not attending meeting – CM 

- Group remains available although MC has left it. 
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All that engaged with what’s app did so working within the social norms, we’d not set up 

ground rules for this activity. In a smaller a group it is less likely that people with openly 

challenge, however we did have a mixed ability group. But it is interesting that those that 

wished to challenge, communicated more through disengagement here compared to face 

to face meetings. 

Throughout this transcript, it is clear new previously unexpected elements are entered 

into the project tap2tag, GOSH resources, baby news, new opportunities, and expressions 

of co-researchers. Magic & Miracles – uncertainty and emergence being greeted 

positively and practically. 

 

 

• What are the key questions you are asking yourself? 

When did I first arrange to meet A – 19-3-15  

This system didn’t work for all should I be concerned with this? How does this fit with 

my values & ethics? 

 

 

• Which question is the most significant for you? 

This system didn’t work for all should I be concerned with this? How does this fit with 

my values & ethics? 

 

2. Analysis: Helping the presenter to become aware of the following for 

him/herself through asking questions such as: 

 

• How are you feeling and why? 

Intrigued as to what this might say about my values. 

• What are the internal factors (e.g. your purpose, knowledge, values, 

aspirations, drivers) impinging on the situation you have described? 

I’ve pursured the ideas of inclusion and emancipation and social justice, through these 

reflections, but appreciate that my suggesting and setting up on whatsapp and the 

subsequent asana could bring me in to conflict with my values. As it seemed clear from 

the outset that at least A was not going to be able to engage.  

W was fine with both. R did not engage with Whatsapp throughout.  

I was also aware that A did not arrive at the next meeting which prompted me to make 

‘adjustments’ to how the team would need to engage with her.  

I took on this role but this could have been shared. I planned to re-engage her with the 

meetings, then review whether pieces of work with other team members might be 

possible, however this eventuality was not quite reached  

If I consider my decision making process in contexts of ethical frameworks I could see 

that the democratic process produced a decision that the majority of the group could align 

themselves with – Utilitarianism. From a principlism perspective I can see that the 

autonomy of individual’s in the group as well as the group were being empowered and 
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that the intention of encouraging new thoughts ideas and arrangements to be made 

created the flourishing of the group. As such the idea of beneficence of the individuals 

and of the group could be argued to be also assuaged.  

A not being in the meeting at that point made in difficult to assess the non-maleficence. 

However as time went on and A didn’t appear at the next meeting, We took the steps of 

making adjustments to our communication routes, so A new about the system, but chose 

not to join it – would have been complex and costly for her, so we looked at other ways 

of engaging her in the project  

Through reviewing these concepts, it prompts me to consider reviewing my law and 

ethics assignment and exploring the pragmatism, and where that might be added to my 

list of values/drivers? 

• What are the external factors (e.g. workplace culture, organisation of work, 

relationships) impinging on the situation you have described? 

The social norms are quite important here in relation to how people behaved on these 

platforms without ground rules being established. I’m aware that I’ve questioned social 

media’s ability to encourage group think and overly positive reinforcement, which can 

model the wrong type of non questioning behaviour. The group seemed to drop into this 

rather swiftly Perhaps I could have used this as an opportunity to broach difficult subjects 

such as travel expenses – although we would still be in a place where MC was less 

engaged in the conversation. 

 

• What are the consequences of your actions for your self and others? 

Overall, I happy to have set up this possibility, this adds an ethical dilemma to consider in 

more detail, and the ethical perspective of pragmatism to wrestle with.  

I would certainly consider this type of service for other projects in the future. 

  

• What alternative options did/do you have and what are the consequences of 

each option for yourself and others? 

 

 

3. Learning & Closure 

 

• How are you feeling now? 

Please with this exploration  

• What have you learnt? 

That I see myself as a pragmatist, but while I understand the definition, I have not 

explored the ethical viewpoint 

• What actions will you take away (action points) 

1) Review Law and Ethics assignment  

2) Gather some articles on pragmatism for review. 
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• How much challenge and support have you experienced on a scale of 1-10 (1-low, 10-

high) 

 

NB Pragmatism offers practical solutions to philosophical debates. 3rd way is pragmatic 

politics which always appealed to me. 

Pragmatism provides a background to PDSA cycles, which offers some sort of a basis to 

action research cycles.  
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Appendix 11 

Co-Researchers Dataset and analyses 

Dates 

Data Source 

17-10-14 13-11-14 16-12-14 20-1-15 16-2-15 

Co-Researcher 

Meeting Notes  

- Full Co-researcher 

team. 

- Explore co-

researcher role 

(See Appendix 6)  

- Ground Rule 

formation – 

Project 

Management 

methods  

proposed 

- Administrative 

issues associated 

with the role 

- Planning for 

working together  

 

- Team minus 2 – 

NH & RG 

- Process consent 

linked with Co-

Researcher role  

- Role Admin – 

training expenses, 

id etc  

- Ground rules – 

RAG cards 

proposed  

- Project planning 

using PATH 

- Methods – 

community 

mapping 

- Team minus 3 – 

MC CM & GR 

- NH left  

- Methods for 

stakeholder 

engagement – 

survey, market 

stall workshop 

- Harvesting pre-

existing data – 

D/Ls & requests 

from wards 

- Allocation of work  

- Timed goal setting  

- Team minus 2 MC 

& DB 

- Reviewed & 

adapted survey 

- Market place 

standardised 

methods for 

harmonising 

- Market Place 

Logistics - who is 

going where 

- Co-researcher Role 

Admin split into 

Status & Admin ie 

expenses  

- IT systems – for 

passports & Co-

researcher 

communication  

- Co-researcher 

education.  

- Team minus 1 – SA 

- Co-researchers 

identifying 

questions and 

solutions 

- Storage of results 

for all to access, 2 

solutions – Project 

management 

software or public 

blog. Project 

Management 

software was 

chosen.  

- Co-researchers 

reporting on their 

data collection & 

interpretation. 

- Admin issues 

appear to be 

resolved following 

extra meeting with 

MC 



177 | P a g e  

 

Meeting Reflections - Pwld having equal 

status as co-

researchers 

- Harmonising 

different 

perspectives on 

group 

development – MC 

& Project 

Management  

- My influence 

leadership and 

facilitation  

- Drawing group 

process theory   

- My anxieties 

- Critical interaction 

with TW about 

participation/statu

s 

- Process consent & 

exploration of co-

researcher role – 

‘Stretch for each 

member of the 

team’ 

- Harmonising 

perspectives on 

group process – 

Traffic Lights cards  

- Methods for 

planned activity – 

Community 

mapping  

- NH leaving  

- Group process – 

prompted by 

Heron modes  

- Forecasting results, 

gathering co-

researcher role 

data 

- Theory’s role in 

explaining & 

catalysing 

- Group discussion 

on time – DM 

refocused on work 

- Group chose their 

activities & groups  

- Chose not to share 

raw data online  

- Use of What’s app 

- Ethical 

considerations 

- Context issues 

causing challenges 

– new expenses 

system   

 

CCI Themes    Claim – talking about 

the research with our 

groups 

Concern – role admin 

issues not sorted & co-

researcher having left 

Issue – market stall & 

questionnaire 

facilitation running to 

time? 

Claims - Sharing and 

presenting the project, 

Progress with the 

questionnaire 

publication, 

Comfortable 

communication in 

team meetings, 

EKHUFT Comms have 

published in Trust 

News 

Concerns - Outcomes 

of the project, Co-
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researchers Team 

concerns, Getting the 

project done in time. 

Issues - Having systems 

work for everybody 

Admin associated with 

Co-researcher role  

How will we facilitate 

and lead on data 

gathering 

 

 

Misc data  Pre Meeting reflection  

- Am I ready? 

- What’s my 

paradigm? 

   MP3 Recording of 

meeting � written 

notes � themed into:- 

1) I as the 

facilitator/lead 

for this 

meeting 

2) Psychodynami

cs of group 

process 
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Dates 

Data Source 14-4-15 1-5-15 9-6-15 14-7-15 2-9-15 

Co-Researcher 

Meeting Notes  

- Team minus 1 MC 

- Absence of Ground 

rules discussion 

- Process consent 

through CCI 

- Admin – Expenses 

issue  

- Data reports 

uploaded for 

analysis 

- Reviewed IT 

systems  

- Opportunities for 

sharing 

/disseminating 

project progress 

- Team minus 5 DB 

RG CM TW SA 

- Sharing progress 

and analysis  

- Next steps – spirals 

of activity 

- Spirals of activity 

for the last three 

meetings and 

beyond 

- Action sustains 

awareness. 

- Team minus 4 MC 

TW SA GR 

- Reviewed Ground 

rules  

- CCI 

- Spirals of activity – 

supporting tap2tag 

trial  

- Actions related to 

spirals  

- Admin – Passports 

purchased for two 

co-researchers, 

Travel expenses 

not resolved. 

 

- Team minus 4 – 

MC CM TW 

- Status of all co-

researchers 

remains an issue 

- Expenses remains 

an issue for one 

co-researcher  

- Opportunities to 

share progress  

- Co-researchers 

independently 

collecting 

information  

- Improving passport 

– Designers  

- Using IT systems – 

Tap2tag project  

- Preparing to 

adjourn  

- Team minus 2 MC 

& CM 

- Telling stories – as 

Co-researchers – 

as people with 

learning disabilities 

- Barriers – Changes 

to time of the 

meeting  

- Final spirals update 

- Roles developed 

- Action � 

awareness 

- What happens 

next? 

- Maintaining 

awareness  

Meeting Reflections - Barriers to 

research – 

payment of travel 

expenses  

- Growing 

dissatisfaction of 

one Co-researcher.  

- Dynamics based on 

numbers  

- Acknowledgement 

of status and 

admin issues. 

- ‘blue skies’ 

thinking based on 

- One Co-researcher 

was critical of 

another not in 

attendance. 

- Question whether 

ground rules have 

impacted 

-  - Evaluation 

methods – 

reviewed the PATH 

& Emotional 

touchpoints  

- Evidence themed 

into 
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- Examination of 

ways to engage in 

creating a solution 

themes. behaviour 

- Finding meetings 

energy sapping 

and confronting  

- Facilitation/leaders

hip 

- Psychodynamics/gr

oup process  

CCI Themes  Claims – Increasing 

awareness, networking 

and working together, 

data and making sense 

of it, insights into 

research 

Concerns – Awareness, 

Time 

Issues – How do we 

collate information? 

What are the next 

steps? 

 Claims - Audit tool, 

Increasing awareness 

in Trust, Data to action  

 

Concerns - Attendance 

and engagement of co-

researchers, Clarity of 

research processes and 

data sources 

Issues - What’s the 

plan for after the 

project? 

 

 

 

 

 

  

Misc data   Reflection on 

Conference 

presentation film 

- Co-presented  

- Facilitated  

- Reflective of 

Cardiff’s person 

centred leadership 

model 

- Consider further 

opportunities for 

 Reflection on 1-1 

meeting with DB 

- Background to why 

expenses had been 

an issue 

- DM had to draw 

DB on the subject 

of the research 

- Asked whether 

expenses were a 

barrier to her 

Reflection on TW as a 

co-researcher 

- Pregnancy 

- RAG cards 

introduction  

- ‘Participation’ 

story is powerful 

- Engagement 

dropped after 

having a baby. 

- Met in July, after 
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dissemination  contribution 

- Petty cash route 

was identified if 

required  

- Was there a way to 

have this resolved 

earlier? 

- Was there a way to 

have DB engage in 

this as a challenge? 

which she said she 

was coming back 

to the team, then 

never showed. 

     Reflection on Whats 

App transcript 

- Team set up  

- Ethical issues 

knowing 1 co-

researcher would 

not engage 

- Getting to know � 

planning and 

organising � 

having fun being 

personal � results 

and reflecting  

 

 

Secondary analysis reflecting the dynamic nature over time  

Developing individual understanding and awareness of the Co-Researcher 

role (becomes integral to activity) 

Dynamic collaborative methods  

Evolving harmonisation through collaborative activity Emerging understanding of inherent administrative challenges in equality of 

status 
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Appendix 12 

Online Survey Results (last four pages removed to maintain 
responders confidentiality) 
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Appendix 13 

Stakeholders dataset and analyses  

Review of Data – My Healthcare Passport Research Project – April 2015 

1. Data Sources 

Questionnaire on Survey Monkey 

Market stalls 

• QEQM 

• William Harvey 

Discussion with Ward Managers 

DPG Meetings 

Meeting with GP’s  

Meeting with Care Home Managers 

Meeting with Care Home Staff 

Meeting with specialist school medical centre staff 

Emails in response to questionnaire 

Personal Experience 

 

2. Information about Each Data Source 

Questionnaire on Survey Monkey 

• 103 people responded to the questionnaire between 16/01/15 – 14/04/15 

• The largest group of people to respond were hospital nurses – 40.78% 

• The next largest group was other  making up 33% of responses 

• 8 student nurses responded in the other category 

• 4 ward clerks responded in the other category 

• There were 21 roles identified in the other category 

• 14.56% or 15 people were parents or carers. 

• 3.88 or 4 people with learning disabilities responded 

• 87.5% of those who responded live in East Kent, 5.68% live in West Kent and 

6.82% live else where 

• 76% of responders knew of the Passport 
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• 40.79% of those who responded said they had used the Passport and 59.21% 

said they hadn’t 

Market stalls 

• These were held at William Harvey and QEQM hospitals 

• 92 people responded. 

Discussion with Ward Managers 

Meeting at William Harvey 

DPG Meetings 

Canterbury and Dover and Deal meetings attended. Approx 40 people at each meeting 

Meeting with GP’s  

Approx 70 GPs attended an education afternoon, not all participated in the activities 

about the Passport. 

Meeting with Care Home Managers 

Individual Manager from a Care Home 

Group of 25 people; Managers of Care Homes, Regional Managers and Head of Quality 

Meeting with Care Home Staff 

35 staff (31 Support Workers and 4 Registered Nurses) 

Meeting with specialist school medical centre staff 

The Matron of the medical centre  

Emails in response to questionnaire 

1 Care Home nurse 

1 Parent 

Personal Experience of Hospital admission and Community Services  

One of the Co-Researchers recently accessed ward based hospital services. The same 

Co-Researcher accesses community services in her home. 

 

3. Data Themes Per Source 

Questionnaire on Survey Monkey 

• Benefits of the Passport 

Information 

- Holds information about the patient 

- Removes need for patient to repeat information 

- Sharing of accurate information accessible to all Health Care Professionals 

- Accurate information from the people who know the individual best 

- All the important information is in one place 
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- Knowing important information about the patient e.g. like, dislikes 

- Increased information and knowledge of how to care for patients 

- Informs staff of needs especially when no parent or carer is present 

- Provides immediate information 

- Allows early identification of potential problems 

- Provides information that staff may not know about 

Communication 

- Useful for patients / carers who are unable to communicate all their needs 

- Aids effective and meaningful communication 

- Enables people with learning disabilities to communicate their wishes and 

concerns whilst in hospital 

- Useful to improve the care in hospital to people with learning disabilities who 

are unable to communicate their needs 

- Allows people with communication difficulties to be understood and gives them 

reassurance when accessing acute services 

- Provided easier access in hospital as basic questions were already answered for 

staff who cared for the individual 

- Could help other patients who are hard of hearing or unconscious 

Gains insight into patient 

- Get to know the patient better 

- Understanding the individual needs of the patient with learning disabilities, their 

likes and dislikes, communication needs, mobility, medication, medical history, 

what to look out for when they are feeling unwell or distressed, what food they 

like. 

- Know more about the individual to care for their needs better 

- Understand how the individual functions and what my team might need to do 

differently 
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- Facilitates awareness of difficulties specific to each patient which will enable 

healthcare staff to support the specific needs of the individual patient.  

Enables the person to take charge of their own health and monitoring / log of 

medical activities 

Provides best quality of care for individual patients 

• Areas required for improvement of the Passport 

Too long 

Easier to read if the booklet was A4 size 

Add information:  

- Other health and medical activities e.g. dental, optical, tests, results.  

• Items that would be useful when attending clinics 

• Space for GP and district nurses so they can update information about care in 

the community of any special needs 

• Room for medication  

• Divide the medical history page up to provide room for Drs appointment info, 

Dentist, Hospital admissions and outpatients appointments. 

Make an electronic version of the Passport 

Make it relevant for Children and Adolescents 

To see it more widely used 

• More staff need to be aware 

• Hospital staff should use it 

The person should arrive on the ward with it already completed 

The person should ensure the Passport is always brought with them 

9 people who responded stated they would make no changes to the Passport 

Market stalls 

45 people aware of the Passport and 47 not aware 

• Positives 

It was thought to be a good idea 

It works well in practice 

Has lots of information 

Useful if filled in correctly 

Discreet title 

Excellent to give insight into the patient and an overview of their likes and dislikes 

• Concerns / Questions  
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Some staff had not heard of the Passport, those who had heard of it had not used it 

Ward staff would struggle to fill it out in hospital 

Ward staff did not feel it was something to start in hospital 

Some departments not aware of the passport or did not feel it was anything to do with 

them 

More training and awareness required 

Concerns about it being lost 

• Improvements 

Needs to be used more  

Needs to be included in nurse training 

More training and awareness required 

Should be started in the community and come into hospital with it completed 

Combine with the Catheter Care Passport that is used in the community  

Discussion with Ward Managers 

Positive about Passport 

DPG Meetings 

• General Comments 

Approx 1/3 of people had seen the Passport 

Some people have used it 

Picked it up at GP surgery 

Hospital staff have never asked for it 

Useful for elderly / dementia patients 

• Positives 

Easy to read and understand 

How to tell others how you feel if you are in trouble 

• Concerns / Questions 

Where is it kept in hospital  

How is it kept safe 

How is it kept up to date 

Would the GP update information for the hospital to access 

Would take a long time to complete in hospital 

How would everyone know about the information as nurse change each day in hospital 

Not seen it despite attending hospital in the last two years 

Sentences hard to understand and lots of questions 

How can people access copies of the Passport 

• Improvements 

More pictures and symbols required 

Easy read version with tick boxes 

Increased awareness of the Passport for hospital staff 
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Online copy  

Training for staff about the Passport 

Encourage staff to read it 

A copy of the Passport could be sent with appointment letters 

Meeting with GP’s  

• General Comments 

Less than a ¼ knew about the Passport 

None had used the Passport 

The Passport would be good for Dementia patients too 

• Positives 

Every person should have one 

Valuable to patients 

Found it useful and would recommend it 

Very detailed 

Useful for acute hospital staff 

• Concerns / Questions 

How many people are using the Passport 

Who looks after it 

How do individuals get copies of it / who gives them out 

Issues of confidentiality 

Could community nurses give them out 

Some GPs felt they did not need the Passport as they knew their patients well 

Information in the Passports could be a hindrance 

The amount of time available to enter information on to the system 

• Improvements 

Made available via electronic version 

Bracelet with the information on / Darent valley fob 

More room required in some boxes 

Could be sent out to patients with the invite letter to their annual health check 

A version to better meet the GP needs that could be sent out in advance of 

appointments 

Meeting with Care Home Manager and Managers 

• General comments 

All residents have a passport 

There are different types of Passport and the care homes have their own one 

Nobody had yet gone into hospital with one 

The Dr’s surgery had a different form which covers everything and is easy to complete 

The Yellow Book, used in Dorset, and the Purple Book used in Herts are well known and 

used in hospital 
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• Concerns / questions 

No member of hospital staff had ever asked for a Passport when one of the residents 

was attending hospital. 

How do Care Homes have access to or know about the Passport 

Passport needs to be used meaningfully in hospital 

Who takes responsibility for the Passport 

How would the information be kept private especially if it is on a USB 

• Areas of improvement 

Need to be able to type directly onto the Passport 

The Passport could be given to the hospital prior to an appointment 

Under the section “My disabilities and impairments” the person in the picture is in a 

wheelchair – this needs more sensitivity 

The lay out needs improving to use wasted space 

Additional information  

• A front sheet should be added with all appointments on so that it can be filled in 

at the time with exactly what was said 

• Addition of other information to support after care on discharge from hospital or 

another services e.g. occupational therapist phone number 

• History of immunisations would be a useful addition 

• Bullet points at the front e.g. phobias/likes/dislikes/ triggers for behaviours and 

any other relevant information for going into emergency care 

• Needs to identify if the person lives in a Care Home 

• Needs to identify if the person is subject to a DOLs authorisation 

• Reference to PRN medication 

• Advance Plans e.g. Do Not Allow Resuscitation 

• Updating of the Passport raises concerns especially about changes to 

medication, a review page could be added at the back to make any changes 

Meeting with Care Home Staff 

All individuals have a Passport but it is a different version 

About half of the people had heard of the Passport but none had used it 

Staff felt it would be useful to have an electronic version 

Support Workers need to input to the Passport too as they have different information 

from the Nurses 
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Individuals who are discharged from hospital have not been given one 

The Passport gave Support Workers confidence because they felt they are not listened 

to by hospital staff 

Meeting with specialist school medical centre staff 

• Concerns / Questions 

Do ward staff have time to read the Passport 

Student Nurses do not know about the Passport 

• Improvements 

To be able to upload a photo to the online booklet 

The online version needs to print like the paper version 

Needs signs and symbols added 

The ward to have a copy before the patient goes into hospital; 

Make the person’s likes/dislikes/fears that relate to going into hospital stand out 

More About Me page should not be “ what support is needed with brushing your teeth” 

but “ what support is needed with brushing my teeth” 

Emails in response to questionnaire 

• Comments 

Aware of Passport 

Can see the benefit of uniform document 

People need to understand different disability categories  

Carers need to be listened to more, with a quick way of flagging up important conditions 

/ symptoms quickly  

• Concerns / Questions 

If hand written there may be issues with legibility 

Are people preparing these in a uniform way 

How is this kept up to date, in an emergency situation, it may slow the process down/ 

take more effort 

Who keeps the Passport, the NHS could have them 

Will “mental capacity assessment” be understood e.g. the meaning and the significance  

More work needs to be done for people to understand Lasting Power of Attorney. 

• Improvements 

Not enough space in general and more space required for medication 

A phot of the person to be kept electronically 

An App to contain the Passport 

A credit card size care with information about the individual 

Communication difficulties to come earlier on the passport 

Separate the information about allergies and medication 

Change the working “challenging behaviour” to “behaviour that challenges”. This would 

include normal behaviours that could be seen as challenging 
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Information about antecedents to behaviour 

Separate space for carers and staff to record information 

Audio version 

Personal Experience of Hospital admission and Community Services  

On the labour ward, when asked, staff were not aware of the Passport.  

In the community the Co-Researcher found that the epilepsy nurse specialise knew 

about the Passport and uses it. 

4. Data Themes for whole project 

General Comments 

The Passport could be of benefit to other groups of individuals e.g. those living with 

dementia, children and adolescents 

Care Homes have their own version of the Passport 

Benefits of Passport 

• Information 

- In one place 

- Accessible to all Healthcare Professionals 

- Accurate 

- Prevents patient having to repeat themselves 

- Knowing what information is important 

- Increased information 

- Immediate 

 

• Communication 

- Aids effective and meaningful communication 

- Useful to communicate the wishes, needs, concerns of individuals with 

communication difficulties 

- Aids understanding and reassurance 

 

• Insight into the Patient 

- Understand the individual person 

- Awareness of difficulties specific to that patient 
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- How to care for that person 

 

• Empowers the person with learning disabilities or their relatives and carers to 

have input into their support 

• Provides best quality of care based on effective communication and accurate 

information 

Concerns or Questions Raised about the Passport 

• A lot of people had not heard of the Passport 

• A lot of people had not used the Passport 

• People attending hospital had not been given a Passport 

• Time needed to fill the Passport in 

• Confidentiality 

• Where is it kept 

• How can people access a copy or access the information 

• Updating the information 

• Who has responsibility for the Passport 

• Can anything be learnt from other existing Passports in use? 

Ideas for Improving the Passport and the Use of it 

• Increase awareness of it 

• Provide training in the use of it 

• To be completed in the community 

• Have an electronic version that allows: direct typing onto the document, a photo 

to be uploaded and print out in A5 

• Have an easy read version with tick boxes, symbols and signs 

• Send the Passport out with invites to hospital appointments 

• Hospital to receive a completed copy of the Passport prior to admission 
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• Hold the information on a bracelet / key fob 

• Wording and pictures of some sections to be updated  

• Add information 

- Other health and medical activities e.g. dental, optical, test results etc 

- More space in boxes 

- More space for medication 

- Space for other health care professionals to add information 

- Front sheet 

- Medical history 

- Bullet points of priority information 

- DOLs information 

- Advance Plans 

 

 



201 | P a g e  

 

 
 

 

Secondary analysis of My Healthcare Passport findings  

Claims Information Communication Insight into the 

patient 

Concerns Awareness of the 

passport 

Systems and 

strategies for the 

passports safe and 

effective use 

 

Issues Raise awareness 

and make accessible  

Information readily 

available through IT 

systems 

Make 

improvements to 

My Healthcare 

Passport 
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Appendix 14 

Synthesis of Co-researchers and Stakeholders Datasets 

 

Final analysis of Co-researchers data sources   

Developing cognitive and affective 

understanding and awareness of the Co-

Researcher role and status challenges 

(becoming integral to activity) 

Evolving harmonisation through 

collaborative activity producing further 

spirals of activity 



203 | P a g e  

 

Appendix 15 

Participatory Action Research Opening Meeting Plan  

Outcomes:-  1) To review  process consent 1) Establish Ground rules collaboratively 2) Enable Co-researchers to get to know each 

other 3) Share a meal with other significant people associated with the research 4)  Establish a shared understanding of the Project, the 

parameters and begin to plan action 5) To identify dates, venues and times for 10 meetings 6) To safeguard the interests of all involved 

acknowledging that two people will not have DBS checks as yet.  

  

Time What Who Equipment Where 

10-30 Check the room – get set up DM Flip chart, pens, shields,  

Computer, passports, all 

the  

relevant paperwork 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Renal Seminar 

Room 

10-50  Meet Co-researchers in the 1937 Building entrance  

(set this up with them via email) 

DM & everyone  

11 am  Introductions 

• Picture Cards – reason for attending 

• Ask about these meetings, how many, and what 

they  

have agreed to do  

• Process Consent – Safeguarding issues. 

DM & Team  Picture cards 

11-10  What does the team think it might need to do next? 

• Ground rules  

  

 • Life shields – DM to Organise   

 • People Bingo – DM to organise   

12-30  Lunch – DM to Order 

Invite – Kate, Kim, Tim, Sally, Tricia and Kerie, Julie 
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P? 

1-15 PATH Plan – DM to prepare and consider what might be 

required 

• outcomes 

 Flip chart, pens 

sellotape,  

blu tac 

1-45 Future meetings dates, venues etc   

2pm What else do we need to know  

• Tools 

• Documents  

•  

  

2-30 Evaluation 

• 1 thing I liked, 1 thing id change 1 thing I will do 

as a result of  

today  

• Angel cards to close 
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Appendix 15 

Stakeholder Feedback: Improvements to My Healthcare Passport  

Improvements to My Healthcare Passport 

Quick wins or things that more than one person mentioned: 

• There should be more room for medication and PRN medication (this is 

mentioned in the survey,  meeting with specialist medical centre staff, meeting 

with managers and email comment) – Action: Add more medication boxes and 

place PRN medication in the “notes on medication” section where it states fear of 

needles etc. 

• More space in the boxes (mentioned at the GP meeting and email comments) 

Action – increase the size of the boxes if possible 

• There should be space for a photo (mentioned in an email comment and by 

specialist medical centre staff) Action – There is space for a photo on the front 

page but people would like to be able to do this electronically 

• Under the section “My disabilities and impairments” the picture of a person in a 

wheelchair should be changed (this is commented on at a managers meeting) 

Action – find a more sensitive photo and replace the existing one 

• The wording on the More About Me page should be changed from “what support 

is needed with brushing your teeth” to “what support is needed with brushing my 

teeth”(this is mentioned by specialist medical centre staff) Action – Change the 

wording 

• Wording should be changed from “challenging behaviour” to “behaviour that 

challenges” (this is mentioned in an email comment) – Action – Change the 

wording 

Improvements that need further discussion / consideration 

1. Points that need more time and input before changes can be made 

• An easy read version with symbols, signs and tick boxes (This was noted at the 

DPG meetings and meeting with specialist medical school staff) – Action - This 

will take time and consultation and should perhaps be a recommendation for an 

ongoing project 

• There should be a sheet with bullet points highlighting immediate information for 

emergency admissions: Phobias/likes/dislikes/triggers for behaviours/advance 

plans/ is somebody is subject to and DOLs authorisation (a meeting with care 

home managers and specialist medical centre staff) – Action – We need to agree 

exactly what should be on this sheet and how it looks 

• Space for other health activities: dental, optical, test results, immunisations, 

hospital and Drs appointments and district nurse input (this is mentioned in the 

survey by three participants and aspects were noted at a managers meeting) – 
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Action - We need to agree exactly what should be on this sheet and how it looks, 

some of the information is already in the passport but how do we pull it together 

• There should be a front sheet that allows up to date information to be added / a 

review page e.g. discussion at appointments of discharge information (this is 

commented on by specialist medical centre staff and care home staff) Action - We 

need to agree exactly what should be on this sheet and how it looks, some of the 

information is already in the passport e.g. discharge information 

• A page for carers / staff to record information – Action – there is a page for 

Carers, could this be adapted? 

 

2. Points that were conflicting 

• In the survey one person has stated it is a bit too long but another person has 

counteracted this by suggesting the format should be A4. 

• It is noted by one person at a market stall that it is easy to read however another 

person has commented it is hard to understand and has lots of questions. 
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Appendix 16 

My Healthcare Passport Audit Tool  

My Healthcare Passport Questionnaire 

We would like you to think about the level of support you have experienced within our 

service while you or the person you are with has been in hospital. 

 

 

 

 

 

 

 

 

 

Have any patients you’ve seen brought into 

hospital a ‘Health Care Passport’ booklet?   

 

 

YES / NO 

If not was one completed on the day of 

admission? 

 

YES / NO  

 

 

If the Health care passport was used – In your 

opinion; 

Was the information provided about the 

patient’s likes / dislikes and requirements known 

and understood by the; 

 

• Nursing Staff?    

 

 

 

 

 

 

 

 

YES / NO 

 

• Medical Staff? 

 

YES / NO 

 

 

If not was it explained to the patient/carer why it 

was not possible to follow a request?   

 

 

YES / NO 

If you would like to tell us more about your hospital stay and 

how My Healthcare Passport helped, please leave your details 

below and we will be in touch. 

 

Name…………………………………………………………………………………….. 

 

Telephone Number………………………………………………………………….. 

 

Email…………………………………………………………………………………………

… 

 Thanks for your help 
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Appendix 17 

My Healthcare Passport Download data 

 

Month Number of Downloads 

Feb 2013 – Oct 2015 3125 

Oct 2015 35 

Nov 2015 13 

Dec 2015 27 

Jan 2016 22 

Feb 2016 43 

March 2016  
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Appendix 18 

Tap2tag engagement event invitation 
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Appendix 19  

Life Story Workshop event flyer  

 


