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Abstract
Background
Access to secondary healthcare for individuals with a learning disability has been a growing
concern, with numerous reports highlighting the need to improve access to secondary care.
In Wales, providers (health boards) have taken different approaches to promote improved
access to healthcare for people with learning disabilities including community learning
disability teams and learning disability liaison nurses. Nationally, whilst there is a growing
body of evidence around the role of the learning disability liaison nurse there is no research
in relation to the role of the community learning disability nurse in supporting access to
secondary healthcare. This study provides an original contribution to knowledge by
addressing this research gap.
Aim
The overall research question that this sequential multiple methods study seeks to address
is
‘Do community learning disability nurses (CNLDs) support adults with learning disabilities in
Wales to access secondary healthcare?’

The specific objectives are:

Stage One


To examine the support that is provided by CNLDs for adults with learning disabilities
who access secondary healthcare in Wales.



To identify barriers in accessing secondary healthcare and how these are overcome
and removed by the CNLD.

Stage Two


To explore the extent to which the activities identified during stage one interviews are
carried out by CNLDs.



To explore the influences on the role of the CNLD in terms of their geographical
location.



To explore the differences in the role of the CNLD depending upon salary grade.
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Method
The study adopted a sequential multiple method approach, with stage one using semistructured interviews based on critical incident technique with CNLDs (n=14). The data were
analysed using thematic analysis. Stage one findings then informed the development of the
survey used in stage two, which explored the extent to which the activities identified during
stage one were undertaken by CNLDs. A total of 112 surveys were returned, with a
response rate of 98% achieved. The quantitative data were entered into SPSS (version 26)
and analysed using interferential statistics.
Findings
Stage one findings indicated key themes (n=4) namely proactive/preparatory work,
therapeutic relationships, co-ordination and influencing healthcare outcomes. The data from
stage two surveys confirmed data from stage one. The research acknowledged that CNLDs
throughout Wales complete similar activities to overcome barriers and support adults with
learning disabilities access secondary healthcare. The findings also identify five areas of
practice where there are geographical variations to the role of the CNLD but no association
between the salary grade of the CNLD and activities undertaken. The study acknowledges
the social model of disability as the underpinning ethos of CNLDs when supporting adults
with learning disabilities to access secondary healthcare.
Conclusion
This study identifies that even where LDLNs are in post, CNLDs play an important role in
supporting access to secondary healthcare through identification, reduction, and removal of
barriers.
Contribution
This study offers a significant contribution to the learning disability nursing evidence base. It
provides essential insight into the role of the CNLD supporting access to secondary
healthcare, and the implications for the wider learning disability nursing workforce.
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Chapter One: Introduction
1.1

Introduction

The overall research question that this sequential multiple methods study seeks to address
is:
‘‘Do community learning disability nurses (CNLDs) support adults with learning disabilities in
Wales to access secondary healthcare?’
The specific objectives are:

Stage One
•

To examine the support that is provided by CNLDs for adults with learning disabilities
who access secondary healthcare in Wales.

•

To identify barriers in accessing secondary healthcare and how these are overcome
and removed by the CNLD.

Stage Two
•

To explore the extent to which the activities identified during stage one interviews are
carried out by CNLDs.

•

To explore the influences on the role of the CNLD in terms of their geographical
location.

•

To explore the differences in the role of the CNLD depending upon salary grade.

This research will address the potential lack of clarity in the role of the CNLD amongst
themselves, and other health professionals within primary and secondary healthcare. The
research findings will then be disseminated to people with learning disabilities, health
professionals and policy makers.

This chapter consists of three sections. The first section introduces this study, presenting its
background and context. The second section situates the researcher and explains the
significance of the research, and the third section provides a brief summary of each chapter
within this thesis.
1.2

Background and context to this study

Access to secondary healthcare services for people with a learning disability has been a
1

growing concern over the past 20 years (Learning Disabilities Mortality Review Programme
(LeDeR) 2017, 2018, 2019, Heslop et al. 2013, Mencap 2007, 2012). It has been clearly
evidenced that people with learning disabilities have poorer physical and mental health than
the general population (Emerson et al. 2016, Emerson et al. 2012, Emerson, 2011). In
addition, the National Patient Safety Agency (NPSA 2004) report “Understanding the Patient
Safety Issues for People with Learning Disabilities” highlighted that the care provided for
individuals with a learning disability within secondary care was a major safety concern.
“Death by Indifference” (Mencap, 2007), a campaign document by Mencap, which reported
the deaths of six people with learning disabilities in general hospital settings, was followed
by the Michael Inquiry (DH, 2008), which acknowledged the problems people with a learning
disability can often face in accessing healthcare services. This Inquiry made a number of
recommendations for improvement. Examples included ensuring that health professionals
work in partnership with family and other carers in the provision of treatment and care, and
health boards or healthcare providers should ensure that reasonable adjustments are
facilitated to ensure that this is effective. This should include the provision of information,
practical support, and service co-ordination. Also, that all health providers should
demonstrate in their reporting that they have efficient systems in place to deliver effective,
‘reasonable adjusted’ health services. This should include the provision of advocacy services
for all those who need it. The Parliamentary and Health Ombudsman’s ‘Six Lives’ Report
(Parliamentary and Health Services Ombudsman, 2009) instigated as a result of “Death by
Indifference” (Mencap, 2007), found evidence of major failings in the care of the six people
with learning disabilities and concluded that on one occasion and perhaps a second, the
deaths of the people with a learning disability were avoidable.
In 2013, a key Inquiry into the premature mortality of people with a learning disability
reported that there were continuing challenges in the care of people with a learning disability
relating to delays in diagnosis and further investigation, and the flagging or identification of
people with a learning disability within secondary healthcare. Heslop et al. (2013)
particularly stressed that healthcare staff neglecting to facilitate reasonable adjustments,
exacerbated by a lack of coordination within and between hospital services, ‘were
contributing factors in a number of deaths’ (Heslop et al, 2013, p4). This Inquiry reported
concerns around ‘best interest’ decisions, and the availability of advocates. It also reported:
‘many instances were identified of inappropriate or poorly documented DNACPR’ (p5) and
‘record-keeping was commonly deficient – particularly in relation to fluid intake, nutrition,
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weight and seizures, and little attention was given to predicting potential problems, for
example. when an individual was fearful of contact with medical professionals’ (p5).
This report by Heslop et al. (2013) highlighted that people with learning disabilities have a
poor experience of healthcare services and consequently die at an earlier age when
compared to the general population. It evidenced that on average men with a learning
disability die thirteen years earlier than men in the general population, and in women twenty
years earlier than their non-learning-disabled peers. Heslop et al. (2013) explain that the
main reason for someone with a learning disability dying prematurely was due to a delay or
problem in identifying why they were ill and providing treatment for them.
The Learning Disabilities Mortality Review Programme (LeDeR, 2017) similar to the earlier
report published by Heslop et al (2013) around the inadequate experiences of people with
learning disabilities when accessing healthcare and explained that the importance of
addressing these inequalities cannot be over-estimated. The focus of the LeDeR (2017)
programme is to move towards ‘learning’ into ‘action’ to facilitate improved service provision
for meeting the health and care needs of people with learning disabilities and their families.
The findings of the above reports and independent Inquiries have, especially, acknowledged
the need to improve the access to and safety within secondary healthcare. A number of
consistent barriers experienced by people with a learning disability, their families, and staff
within secondary healthcare, have been documented.
It is evidenced that people with learning disabilities have difficulties in understanding what is
happening, or what to expect within hospital settings (Backer, Chapman & Mitchell, 2009),
often provided with limited or sometimes accessible information (Heslop et al, 2013, LeDeR,
2017). It is has been highlighted that people with learning disabilities do not feel involved in
the discussions and subsequent decisions which may have taken place in relation to their
health (Backer, Chapman & Mitchell, 2009, Heslop et al, 2013, LeDeR, (2017). In addition,
there is a lack of reasonable adjustments facilitated as per Equality Act (2010), (TuffreyWijne et al, 2013), for example, difficulty in understanding and anxieties and preferences
(Heslop et al, 2018).
Families and carers of people with a learning disability often find their opinions and
assessments ignored by healthcare staff. At times, they battle to be acknowledged as
partners in care (Barr, 2004). However, sometimes it appears that they are over relied on by
health professionals to provide care to the person with learning disabilities, and their needs
as relatives may not be fully responded to (Heslop et al, 2013). It is reported that supporters
3

often experience limited notice of any discharge plans, poorly coordinated discharge, and
minimal or no support post discharge (Glover et al. 2017, Heslop et al. 2013). Family
members and carers, also explain that there are inadequate opportunities for meaningful
activities, and the environment results in the person with a learning disability often becoming
bored and agitated (Barr, 2004).
Healthcare staff working within secondary healthcare have reported that at times, they have
limited appropriate information available about the person with a learning disability on
admission (Sowney & Barr, 2004). They also report that they do not feel confident or
competent in nursing people with learning disabilities, due to limited experience (Barr, 2004),
and are often unsure who to contact to get specialist advice from (Heslop et al, 2013). The
difficulties around achieving informed consent, and the required level of cooperation are also
evidenced (Sowney & Barr, 2004, Heslop et al, 2013, LeDeR, 2017).
Considering these health inequalities that people with learning disabilities are known to face,
health boards within Wales have taken different approaches to seeking to promote improved
access to healthcare for people with learning disabilities. Each health board has community
learning disability teams (CLDTs), with supporting access to healthcare (primary and
secondary) identified as an area of their core business. The CLDTs are a community based
single point of referral service for people with learning disabilities over the age of 18. The
teams are multi-disciplinary and usually consist of specialist learning disability nurses,
psychiatrist, physiotherapists, psychologists, occupational therapists, social workers and
speech and language therapists.

It has been widely evidenced (Heslop et al, 2013, Michael, 2008, Mencap, 2007, 2012,
LeDeR, 2017, 2018, 2019) that the key issues that lead to people with learning disabilities
experiencing problems in accessing healthcare are lack of coordination and communication
between services, and the subsequent need to improve access to healthcare. Therefore, at
the time of data collection, in addition to the CLDTs, three health boards had introduced
additional measures. One health board had an established health liaison scheme based in
the community; one health board employed two learning disability liaison nurses (LDLNs)
based in secondary healthcare. Another health board also employing a consultant nurse
with a remit for health liaison work in addition to the CLDT. However, it is very important to
note that in all areas, CNLDs potentially have a significant role to play in promoting equitable
access to healthcare.

4

Arising from an Ombudsman Report (Tyndall, 2011) into the avoidable death of a patient in
Moriston Hospital (ABMUHB) there was an all-Wales drive, and Welsh Government (WG)
ministerial direction to implement a Care Bundle for people with learning disabilities admitted
into secondary healthcare to have a clear pathway (Public Health Wales, 2014). The Care
Bundle (Public Health Wales, 2014) was rolled out across Wales as part of the 1000 Lives
Plus service improvement programme. It sets out the steps that must be taken to ensure the
safety of all patients over the age of 18 who have a learning disability who are accessing
secondary healthcare. The Care Bundle (Public Health Wales, 2014) states that within four
hours of attendance or admission to secondary healthcare, the CLDT should be notified to
help liaise with secondary healthcare. This means that a professional within the CLDT would
be able to support the patient and their family/carers to ensure adequate reasonable
adjustments are in place, information is accessible to the patient, advice on any consent,
capacity or advocacy issues and also be part of any discharge arrangements.

Another strand of work alongside the implementation of the Care Bundle (Public Health
Wales, 2014) was a UK wide group setup to further promote and enhance the role of the
learning disability nurse. In 2012, the Chief Nursing Officers of the UKs four governments
published a report into the challenges currently faced by services and staff in the delivery of
high-quality nursing care to people with learning disabilities. Strengthening the Commitment
(Scottish Government at al. 2012) is the report of the Modernising Learning Disabilities
Review commissioned by the four Chief Nursing Officers of the UKs four governments. This
report states that learning disability nurses have expertise in facilitating and supporting
access to general health care services. It explains that learning disability nurses should
recognise their crucial and significant responsibility in improving health and well-being and
reducing health inequalities, a partnership approach across the lifespan involving primary
care, child health, mental health, secondary healthcare, and specialist learning disabilities
health services is essential. The report also explains that learning disability nurses need
systems and processes to develop the evidence base to continue to advance as a
profession and strengthen the capacity of the Registered Nurse (Learning Disabilities). It
states that learning disabilities nursing research should be extended to ensure practice now
and in the future is evidence based and the impact of interventions can be demonstrated.

The Community Nursing Research Strategy for Wales (Welsh Assembly Government, 2009)
identifies that very little is known about the community nursing workforce generally within
Wales. A UK wide comprehensive literature review undertaken as part of this research
study has also found that there is a lack of research around the role of the CNLD in terms of
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supporting adults with learning disabilities to access equitable healthcare across primary and
secondary healthcare.

In 2018, The Learning Disability: Improving Lives Programme was published by Welsh
Government, this cross-government review of learning disability policy, services and funding
has identified areas where action could be taken to build on existing good practice in Wales.
It is underpinned by Welsh Government’s Strategy: Prosperity for All (2017). This report
acknowledges the passionate, committed, and enthusiastic learning disability community
and the organisations, people, staff, and officials all wanting to do the right thing. It reports
that there are lots of good practice documents, reviews and policies across the UK which
can continue to strengthen policies for people with a learning disability. However, one of the
most concerning parts of the expert evidence reviewed concerned health services and the
negative impacts of getting it wrong which at worst could mean a number of avoidable and
premature deaths. The report explains that to reduce the health inequalities, reasonable
adjustments must be made to all services for people with a learning disability and resources
must still be put into specialised learning disability services. The report advocates that the
lack of consistency of treatment across Wales is concerning and must be addressed to
reduce the negative impacts.

Therefore, this research study aims to provide an original contribution to knowledge and
explore the role of the CNLD supporting adults with learning disabilities in Wales to access
secondary healthcare. The Improving Lives Programme (Welsh Government, 2018)
highlights inconsistences across Wales in relation to accessing healthcare. This research
takes an all-Wales approach and will highlight barriers faced by people with learning
disabilities across Wales and the subsequent role of the CNLD in supporting the individual to
overcome these barriers.

The findings can then be used to inform clinical practice, and pre and post registration
education. The data gathered will directly inform workforce/succession planning, to
effectively plan and monitor progress with the Strengthening the Commitment report
(Scottish Government at al. 2012) and the Improving Lives Programme (Welsh Government,
2018). The research will also inform policy and strategy, and possibly influence the future
development of health liaison roles/models throughout Wales, the United Kingdom and
Ireland.
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1.3

Significance of this study

Evidence presented in the previous section suggests that there has been a small amount of
research into the role of the CNLD. However, there has been no research which specifically
explores if they support adults with learning disabilities to access secondary healthcare in
Wales. There has been one multiple methods study (Llewellyn 2005) conducted in Wales
which explored the advocacy role of the registered learning disability nurse (RN(LD) on a
pan Wales basis. This study highlighted that those nurses whose education was influenced
by the Report of the Committee of Enquiry into Mental Handicap Nursing and Care (Jay
1979) as having the highest incidence of advocacy training, and that nurses received
education in advocacy varied according to the syllabus under which they qualified. Many
RNLDs did not feel competent or confident to advocate for their clients. Many were also
unsure of their ability to access independent advocacy services and when it was deemed
reasonable to do this. Participants conveyed a need for continuing support and training in
advocacy relating to The Human Rights Act (1998) and The Disability Discrimination Act
(1995) now the Equality Act (2010), and also specifically in relation to advocacy for
individuals within their own work area. Furthermore, the lack of effective advocacy for people
with multiple conditions and vulnerabilities was acknowledged within the Confidential Inquiry
as a contributory factor to delays in diagnosis and treatment provided to people with learning
disabilities within secondary healthcare (Heslop et al. 2013, 2018).
Also of concern in the current literature is the lack of clarity regarding the health liaison role
among CNLDs themselves, among other health professionals, and within primary and
secondary healthcare (Boarder 2002, Mobbs et al. 2002, Stewart and Todd 2001). Studies
have shown that lack of role clarity poses a difficult and substantial barrier to the effective
implementation of health policy (Fyson 2002, Ross 2001). A clear understanding of role
expectations is beneficial by improving communication, flexibility, and responsiveness at
every level of healthcare policy implementation (Taylor 1996). Furthermore, Mafuba et al.
(2015) have noted that lack of role clarity and has explained that confused and uncertain
expectations between healthcare professionals has at times resulted in reduced quality of
care.

The lack of in-depth research which has explored the role of the CNLD supporting access to
healthcare needs to be addressed. This is especially important as different health liaison
models are being developed and implemented across Wales, and the Improving Lives
Programme (Welsh Government 2018) identified inconsistencies across Wales. An
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understanding of the role of the CNLD is needed to ensure that this health liaison model is
informed by an appropriate evidence base.

This all-Wales, research study, was funded by the Research Capacity Building Collaboration
(RCBC), which is a partnership between six Universities in Wales, funded by Health and
Care Research Wales. It represents an opportunity for new and experienced researchers in
nursing, midwifery, pharmacy, clinical science, and allied health professions, to obtain
funding to conduct research. This is particularly appropriate as Welsh learning disability
services have operated in a distinct policy context since the launch of the All-Wales Mental
Handicap Strategy (Welsh Office, 1983). Since devolution and the inauguration of the Welsh
Assembly in 1999, subsequent policies have built on the Strategy in a Wales wide context
(Welsh Assembly Government, 2007) which is different from that in the rest of the United
Kingdom. In 2002, an all-Wales specific framework for the development of learning disability
nursing (Welsh Assembly Government 2002) was introduced, which required nurses to be
aware of the range and complexity of health care needs of people with learning disabilities
and suggested that these cannot be met by generic health care services alone. The
framework advised that in order to meet the health needs of people with learning disability,
learning disability nurses must take on a central role to accomplish a partnership approach
between specialist learning disability health services and primary care, child health, mental
health, acute care, other learning disability providers, people with learning disabilities and
their families and carers. In 2012, the Strengthening the Commitment report (Scottish
Government et al, 2012) explained that a role of the learning disability nurse is to improve
access to healthcare, and in turn this would reduce the risk for patients in generic health
services. A recommendation from the more recently published Learning Disability:
Improving Lives Programme (Welsh Government 2018) explains that there is a need to
ensure that reasonable adjustments are made for people with learning disability through the
use of Care Bundles, Learning Disability Champions, flagging system and increasing the
number of learning disability liaison nurses across Wales to ensure equitable access to
secondary care.

Furthermore, most previously undertaken research which focuses on the CNLD has been
conducted using qualitative or quantitative approaches in isolation. However, whilst these
studies have provided some insight, many of them have missed out on the advantages of
using both approaches to complement each other in a multiple methods design in exploring
the role of the CNLD is supporting adults with learning disabilities access secondary
healthcare to make an original contribution to knowledge.
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There has been no research that has specifically explored the role of the CNLD when
supporting adults with learning disabilities in Wales access secondary healthcare. This
multiple methods, two stage study will provide an original contribution to knowledge by
evidencing the role of the CNLD supporting adults with learning disabilities to access
secondary healthcare in Wales.
1.4

Positioning the researcher

It is important to position the researcher, as when a researcher brings important knowledge
and experience to the research, it is imperative to situate their work in relation to the
substantive field (Clarke, 2005). This self-awareness, however, is essential to the researcher
situating themselves in the research process. It is essentially a process of self-critique by the
researcher to assess how their own experiences may influence the research process
(Dowling, 2006).

This study was motivated by my practice experience as a CNLD, and my interest in health
inequalities. As a newly qualified learning disability nurse, I was lucky enough to obtain a
fixed term developmental post as a CNLD. This post was for a period of eighteen months,
with nine months being spent in two different community learning disability teams. Working
within the two teams (one team being based with primary health care and the other with
social services colleagues) I was acutely aware of the differences in my role as a CNLD in
health liaison and essentially supporting adults with learning disabilities to access secondary
healthcare. Both teams were within the same health board, however, my day-to-day role in
terms of health liaison was very different. These inconsistencies encouraged my research
proposal, as I wanted to further understand the variations in the health liaison role of the
community learning disability nurse. In addition to this, I was also conscious that there was
no research available to inform my clinical practice in relation to health liaison as a CNLD.
There appeared to be research undertaken which looked at the role of the learning disability
nurse based in acute hospital settings (LDLN), but no research which looked at the liaison
role of the learning disability nurse based in community settings (CNLDs).

Throughout the PhD study process, a reflexive approach has been used. Reflexivity is one of
the pillars of ‘critical’ qualitative research (Fontana, 2004) and correlates to the degree of
influence that the researcher exerts, either intentionally or unintentionally, on the findings.
This is essential in nursing research where the researcher often knows the participants. It is
about being aware of this, and how it might impact on the research. Primeau (2003) stated:
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‘Reflexivity enhances the quality of research through its ability to extend our understanding
of how our positions and interest as researchers affect all stages of the research process’
(p.10).

Parahoo (2006) defined reflexivity as the constant process of reflection by the researcher on
their beliefs, presumptions, behaviour, or presence and those of the participants, which can
affect the analysis of responses. This involves researchers acknowledging that they are part
of the social world under study. Reflecting on the process of research and trying to
comprehend how one’s own values and views may influence findings adds to credibility to
the research and should be part of any method of qualitative enquiry.

Colbourne and Sque (2004) recognised their previous work as clinical nurses made them
excessively critical as researchers during their study. They felt that they were more
appraising and disparaging of their participants healthcare experiences than the participants
were themselves. However, it was felt that once they adopted reflexivity, they began to
realise their bias and simply ‘became more aware’. This emphasises how researchers used
reflexivity to ‘suspend’ or ‘bracket’ their bias (Creswell and Miller, 2000), at least in the
context of a study. As a nurse researcher, I have acknowledged and reflected upon the
potential conflict between clinician and research roles. Throughout undertaking data
collection and analysis, I have been conscious of my personal views and experiences. For
this reason, throughout the thesis a reflexive approach was utilised using introspection
reflexivity (Finlay, 2008).
Introspection reflexivity, focuses on the researcher’s experience, encouraging those
experiences to act as the beginning of a research process as primary evidence (Creswell,
2013). Within this research, introspection was by maintaining a reflexive diary, which
enabled biases to be exposed throughout the study. This was important during all stages of
the research process.
1.5

Conceptual Framework

The social model of disability has been chosen as the conceptual framework to underpin this
research study as it provides a means of understanding disability in a way that maximises
equality and therefore equity. Hughes (2010) explains that this model is an approach that
aims to put people, rather than their impairment or illness, at the centre of care. This is in line
with the core values of learning disability nursing, and individualised, person centred care
(Scottish Government et al. 2012, Welsh Government, 2018).
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1.6

Organisation of the thesis

This thesis consists of seven chapters written in the third person, except where personal
reflection or reference to personal experience is included. A literature review is presented,
which provides a background and context to this study (Chapter Two). It includes an
overview of community learning disability nursing and identifies a gap in current knowledge
relating to health liaison and supporting adults with learning disabilities access secondary
healthcare. The health inequalities that people with learning disabilities face are
acknowledged, and the social model of disability will be introduced as the conceptual
framework underpinning this research.
Methodological considerations and the research design are then explored (Chapter Three).
A rationale for the choice of a sequential multiple method, two stage approach is provided
which recognises the advantages and identified limitations of alternative approaches.
Critical Incident Technique (embedded within a qualitative design) used for stage one is
presented as an appropriate, credible choice for this study. The quantitative descriptive
design used for stage two, is also discussed.
The findings of this study are presented, firstly by the themes generated by stage one qualitative interviews (Chapter Four) and then by presenting stage two quantitative data
using descriptive and inferential statistics (Chapter Five).
The findings from both stages are then discussed and further reference is made to relevant
theoretically sampled literature (Chapter Six)
The final chapter (Chapter Seven) of this thesis draws together the conclusions of the study
and sets out the implications for clinical practice, nursing education, research, and policy.
The aims and objectives are revisited and the contribution to new knowledge is emphasised.
Limitations of the study are discussed, and recommendations are made for practice, policy,
education, and research.
1.6

Summary

This chapter has provided an overview of the research study, including a discussion around
the background and context to the research. The significance of the study has been
highlighted and the researcher has been situated within the research. This chapter has
provided a summary of each chapter to follow. The next chapter will provide a critical
discussion of the existing evidence base that underpins this research study.
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2.0

Chapter Two: Review of Literature

2.1

Introduction

This chapter reviews the available literature that forms the context for this research study. It
also identifies the gap that this research study seeks to fill with its original contribution to
knowledge. The chapter will firstly detail the search strategy used for the literature review. It
will then critically discuss the definition of a learning disability, and the prevalence of learning
disability in the United Kingdom and Wales. This will be followed by a discussion of
community learning disability nursing in Wales, including changing healthcare services and
the influence of new policies. There will be an exploration of the health inequalities faced by
people with learning disability and the barriers to accessing secondary healthcare. A critique
of the existing literature which focuses on the broad role of CNLDs, and the contribution of
the CNLD in meeting the physical health needs of adults with learning disabilities, follows.
Finally, the chapter articulates the conceptual framework for this research study.
2.2

Search Strategy

To identify literature pertinent to this thesis broad searching of existing literature using the
University of South Wales MetaSearch function was undertaken. Using this search function,
health databases supported by the university in 2021 were used. These databases were
Cinahl, Cochrane, Embase, Medline and PsycInfo.

The search terms that were used to find existing evidence in relation to community learning
disability nursing and supporting people with learning disabilities to access healthcare are
shown in Table 2.1. This table indicates the primary and secondary search terms that were
used to identify evidence directly related to the topic which were all reviewed. Appendix One
outlines the search results, including the search terms and ‘hits’.
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Search Strategy
Databases

Cinahl, Cochrane, Embase, Medline and PsycInfo

Search Terms
Primary term

Secondary terms

Learning Disability

Learning disability/disabilities, intellectual
disability/disabilities, learning difficulty/difficulties, mental
handicap, developmental disability/disabilities

Community Learning

Community Learning disability nurse, community learning

Disability Nurse

disabilities nurse, community intellectual disabilities nurse,
domiciliary learning disability nurse, domiciliary learning
disabilities nurse, care manager, nurse care manager

Health Liaison

liaison, health liaison, health promotion, health facilitation

Table 2.1 Primary and Secondary Search Terms

This search revealed 19 sources between 1983 and 2021, a period of 35 years. With
duplicate sources removed, this number was reduced to 13. The 13 papers identified were
not uniquely related to the health liaison role of the community learning disability nurse
although they did meet the inclusion criteria (Table 2.2). Whilst these were not excluded from
the literature search, it does mean that several sources refer to research which looks at the
general role of the community learning disability nurse with reference made to the health
liaison role.
The timescale for the search seeks to include all publications since the introduction of a
significant policy development in Wales – The All Wales Mental Handicap Strategy (Welsh
Office, 1983) which looked at the development of the community based services for people
with learning disabilities and the development of community learning disability teams. The
literature review covers the time period from this until submission of the thesis, in 2021.
Recognising that search terms can lead to wider returns than expected by the terms entered,
it was necessary to include and exclude some papers. Of the papers identified, some papers
were initially included but later proved to be of no or little relevance. Examples included
where the study focused on the learning disability nurse but not the community learning
disability nurse, or where the research study focused on the role of the care manager rather
than community nurse. Published reports, white papers and policy documents are referred
to in this literature review for contextual purposes only.
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Included

Excluded

Publications in English

Publications not in English

Primary research

Non-primary research

Published literature

Non-published literature

1983 onwards

Literature published before 1983

Research focusing on community learning

Research focusing on learning disability

disability nursing

nursing in other settings

Research focusing on adults with learning

Research focusing on children with learning

disabilities

disabilities

Table 2.2 Inclusion and Exclusion Criteria
A snowballing sampling technique where papers that cited other relevant research was
included and papers discovered were used. Hand searching of relevant journals also
identified further papers that have been included. Repeated searches over the lifetime of this
study have been undertaken to supplement the initial search and to ensure that references
to literature are current. The researcher’s skill in searching for literature has also developed
throughout the study reducing the number of irrelevant papers or papers that met the
exclusion criteria (Table 2.2).
The inclusion and exclusion criteria acknowledge that not all papers identified were research
publications. Of the sources that were identified using the primary and secondary search
terms, all met the inclusion criteria for this research study. Three further papers were added
to the study during stage 3 of the search (snowball technique). In total, 16 papers were
screened against the inclusion and exclusion criteria once duplicates were removed. Of
these, 10 papers were utilised as part of this literature review (see Figure 1). Three full text
papers were excluded as they did not meet the inclusion criteria once reviewed in full text.
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Papers identified through
database searching

Additional papers identified
through other sources

(n = 19)

(n = 3)

Papers after duplicates removed
(n =16)

Papers screened against
inclusion and exclusion
criteria

Papers excluded
(n = 3)

(n = 16)
Papers excluded
Full-text articles assessed
for eligibility

(n = 3)

(n = 13)

Studies included in literature
review
(n = 10)
Figure 1 Literature Search Strategy PRISMA Flow Diagram
2.3

Critical appraisal of papers

As already mentioned, there were 10 relevant research studies examining the role of the
community learning disability nurse and these were critiqued using the Critical Appraisal
Skills Programme checklist (CASP, 2019). The CASP comprises of ten questions addressing
the clarity of aims, appropriateness of qualitative methodology, research design, recruitment
strategy and data collection, consideration of reflexivity and ethical issues, rigour of analysis,
clarity of findings, and the value of research.
Each paper was read and entered onto an excel spreadsheet (Appendix Two). Themes were
identified, and the literature review includes details of each study in relation to its aims,
methodological considerations, setting and sample.
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2.4

What is a learning disability?

Defining a learning disability is complex and can be confusing. Research suggests that
health professionals may struggle to identify what a learning disability is, and this increases
the likelihood of poor care outcomes (Heslop et al. 2013). There are different terms are used
which consist of ‘learning difficulty’, ‘learning disability’, as well as terms that are now
considered dated and unacceptable such as ‘Mental Handicap’ (Foundation for People with
Learning Disabilities, 2013). Emerson and Heslop (2010) explain that the term ‘learning
disability’ was introduced to replace the term ‘mental handicap’.
The term ‘learning difficulty’ is the favored term by some adults and supporters. However, it
may be classed as insufficient by some individuals who may have more complex health
needs in order to fully meet their needs (Foundation for People with Learning Disabilities,
2013). In addition, in the UK, the term ‘learning difficulty’ is used to describe conditions such
as dyslexia, dyspraxia or dyscalculia which ‘do not have a significant general impairment in
intelligence’ (Emerson and Heslop, 2010, p1). Within the UK, people with specific learning
difficulties, are not considered to have learning disabilities, and do not therefore access
specialist learning disability services. The use of the term ‘learning disability’ in the USA to
refer to people who in the UK, would be recognised to have specific learning disability
(Emerson and Heslop, 2010) means that comparisons to literature/research including the
term ‘learning disabilities’ in the USA are unlikely to be helpful.
The use of the term ‘learning disability’ as applied in the UK is unique, in that Canada, the
USA and Australia now use the term ‘intellectual disability’ (Heslop and Emerson, 2010).
However, the terms ‘learning disability’ and ‘intellectual disability’ are considered to be
interchangeable in the UK.
Within the majority of the literature accessed for this research study, the use of ‘learning
disability’ is largely interchangeable with the international use of ‘intellectual disability’. Whilst
this term is becoming increasingly common within the UK, for the purposes of this study the
term ‘learning disability’ will be used. This will be used as this is currently used in relation to
the group of nurses that are the focus of this study (Community Learning Disability Nurses
(CNLDs)). However, the search strategy used for this literature review includes both the
teams learning disability and intellectual disability.
A learning disability is not determined by one factor. In the 1970s, diagnosing a person with
a learning disability focused on standard intelligence tests (IQ). Over the past few decades,
there has been a considerable shift in diagnostic practices. Whilst IQ tests are no longer
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classed as effective in diagnosing a learning disability, they are still applied in conjunction
with measures of adaptive functioning. The most widely cited definition of a learning
disability is included in the White Paper for England ‘Valuing People: a new strategy for
learning disability in the 21st century (DH, 2001). It indicates that learning disability is
defined by:


a significantly reduced ability to understand new or complex information, to learn new
skills (impaired intelligence).



a reduced ability to cope independently (impaired social functioning).



which started before adulthood with a lasting effect on development’ (DH, 2001, p 14).

Sensory and/or physical impairments, and neurodevelopment disorders such as autism are
more prevalent in people with learning disabilities (Emerson and Heslop, 2010). It is also
evidenced that people with learning disabilities have an increased prevalence of medical
problems such as epilepsy and dementia (Emerson et al, 2012). It is also important to
understand that a learning disability is not a medical condition or indeed a psychiatric
disorder (Schalock et al, 2007), and people who have such conditions would only be classed
as having a learning disability, if they also have a learning disability in addition to another
condition (Emerson and Heslop, 2010). People with a learning disability are at increased risk
of having a long-term condition. This can be defined as something that cannot, at present,
be cured but it can be controlled by medication and other therapies. It is an illness lasting
longer than a year that will often worsen with time. Examples include diabetes and heart
disease (Emerson, 2011). Other significant underlying long-term conditions with physical
manifestations that are associated with people with a learning disability include cerebral
palsy, epilepsy, diabetes, visual and hearing impairments.
Emerson (2011) explains that people with profound and multiple disabilities are the most
disabled individuals in society. They have a profound learning disability, which means that
their IQ is estimated to be under 20, this would mean that they would have a severely limited
understanding (WHO, 2002). In addition to their profound learning disability, they are more
likely to have multiple disabilities, this may include sensory impairments as well as more
complex epilepsy, and autism. People with profound and multiple learning disabilities may
need support in all aspects of daily living, and this high level of support is compounded by
difficulties they may have in communicating as and when support should be provided (Petry
et al, 2005).
People with a severe learning disability will also need support with aspects of daily living and

17

keeping safe. They will often use basic words and gestures to communicate their needs
(Beadle-Brown et al, 2003). People with moderate learning disabilities are likely to have
some language skills that means they are able to communicate about their daily support
needs. People with moderate learning disabilities may need some support in caring for
themselves, but many will be able to carry out day to day tasks with support (NHS Digital,
2019).
A person with mild learning disabilities is mostly able to communicate their support needs.
However, they may need reasonable adjustments to understand new or more complicated
ideas. People with mild learning disabilities usually need minimal support, and are often
independent when caring for themselves, although they may need support with some
aspects of daily living such as budgeting or form filling.
It is important to consider the level of the persons learning disability when considering their
health needs. The LeDeR (2017) mortality review highlighted a correlation between the level
of the person’s learning disability and the number of long-term health conditions they had. In
addition, the differences in the severity of a person’s learning disability were also noticeable
in the CIPOLD report, people with more severe learning disabilities were more likely to have
deaths that could have avoided by good quality healthcare interventions (Heslop et al, 2013).
This could be because the barriers to healthcare that have been evidenced including
communication, coordination, and diagnostic overshadowing (Mencap, 2007, 2012, Heslop
et al, 2013, LeDeR, 2017) are more prominent in people with more profound and multiple
learning disabilities. More recently in their analysis of health and wellbeing of adults with
predominantly mild learning disabilities, Emerson et al (2016) report higher rates of physical
and mental health problems and more problematic health behaviours when compared to
participants without learning disabilities.
A study conducted by Kinnear et al (2017) which explored multimorbidity across the lifespan
explained that the mean number of physical health conditions was 11.04 and 98.7% had
multi-morbidity. The sample included people with learning disabilities that were known to
learning disability specialist services, and it should also be noted that the high rate of
conditions reported may be down to the detailed health assessment that the participants
underwent. Hence, the high rates of multimorbidity identified. Health conditions are
frequently overlooked in people with learning disabilities which could explain why the
mortality review (Heslop et al, 2013) reported a mean of 3 health conditions.
In the UK, secondary healthcare is planned around single health conditions. Multimorbidity is
a growing issue and poses a major challenge to health care systems around the world.
18

Multimorbidity is often related to ageing, however, research by Kinnear et al (2018) clearly
highlights the prevalence of multimorbidity in people with learning disabilities across the
lifespan. There is a lack of research on patients with multimorbidity, and thus guidelines are
based on single conditions (Moffat & Mercer, 2015). Furthermore, polypharmacy is common
in multimorbidity, increasing drug-disease and drug-drug interactions. Patients with multimorbidities need holistic care, but secondary care services are highly specialised and thus
are often duplicative and fragmented and thus increase treatment burden in patients with
multi-morbidities. The cost of care is high in multimorbidity, due to high rates of primary and
secondary care consultations and unplanned hospital admissions. The combination of
mental and physical conditions increases complexity of care, and costs. Furthermore, the
most prevalent health conditions in adults with learning disabilities differ from those seen in
the wider population, so attempts to better understand and address multimorbidity do not
transfer readily to people with learning disabilities (Barnett et al. 2012). This research
conducted by Kinnear et al. (2017) reinforces an urgent patient safety need to better
understand how people with learning disabilities are supported to overcome the barriers to
accessing equitable healthcare.
2.5

Prevalence of learning disability

It is problematic to precisely report on how many people are living with a learning disability
(Emerson et al., 2011). This is mainly due to difficulties and inconsistencies in assessment
pathways, different definitions of learning disabilities, and problems in recording or flagging
people with learning disabilities on registers. Official statistics are predominately drawn from
local authority registers of adults with a learning disability using their services. Subsequently,
it is possible that a number of people are not included with local authority registers as they
are not known to services or are not currently using services. This could be people with mild
learning disabilities, who tend to cope independently and not access learning disability
services and also people with profound and multiple learning disabilities who may be cared
for by family members and not access learning disability services. This is of significance as
the evidence suggests that people with more severe learning disabilities are more likely to
die from an avoidable death (Heslop et al, 2013).
Maulik et al (2011) published a systematic review that evaluated studies of the prevalence of
learning disabilities published between 1980 and 2009. Whilst acknowledging a variability of
prevalence relating to age groups, and study design for example, they concluded that the
best estimate for prevalence for that period was 1%. A further systematic review conducted
by McKenzie et al (2016) reviewed studies published between 2010 and 2015 highlighted a
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paucity of studies aimed at determining the prevalence of learning disabilities. This review
also provides further evidence of the variability in prevalence due to methodology used, and
age groups. Whilst a number of studies (n=20) were identified during this period, across nine
countries, it appears that the global prevalence of learning disabilities may be lower than one
percent. However, the variability of design and sample size of studies, prevents definitive
conclusions about a potential downward trend.
Welsh Government figures issued in 2019 (Welsh Government, 2019) indicate that on 31
March 2019, 13,507 people over the age of 16 were registered with a local authority as
having a learning disability. There were 11,001 (81%) people with learning disabilities living
in community placements and 1,206 (9%) were living in residential establishments. For the
same period, the population (aged 16 or over) in Wales was recorded to be 2,589,044
(Welsh Government, 2019). Using these figures, the administrative prevalence of people in
Wales with a learning disability over the age of 16 is 0.52%, lower than the one percent of
the population identified by Maulik et al (2011). Whilst figures produced by the Welsh
Government recognise age 16 as adulthood, generally healthcare services recognise
adulthood at the age of 18. Some inaccuracy is therefore correlated with the 0.52% figure
representing the number of adults with learning disability in Wales, there are likely to be
more people with learning disabilities in the population.
The number of people with learning disabilities is set to rise by 1% per year (Department of
Health, 2001). It is estimated that, between 2011 and 2030, there will be a 14% increase in the
number of people with learning disabilities aged 50 years and overusing social care services, and
a 164% increase of those aged 80 years and over (Emerson & Hatton, 2014).

Work undertaken by Public Health England (2016) suggests that the inaccuracy of figures
reporting on the number of people with learning disabilities firstly can be attributed to people
with learning disabilities accessing services intermittently. Secondly, they indicate that the
majority of adults with learning disabilities simply do not use learning disability services. For
example, Emerson and Glover (2012) report that in England, the administrative prevalence
of learning disability drops precipitously from approximately 2.5% among children in the
education system to approximately 0.6% among adults aged 20-29. Emerson and Hatton
(2008) assert that it is likely that this drop in numbers reflect the impact of a combination of
factors which may include:


an increased threshold used for learning disability identification and examination by
post-education health and social care agencies
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the operation of eligibility criteria to ration access to specialised social care supports
for adults with learning disabilities



the stigma attached to having a learning disability may lead to an unwillingness for
people with learning disabilities to use specialised services or self-identify as having
learning disabilities



the less noticeable disabling impact of the learning impairments associated with
learning disabilities in non-educational settings

It is important to note that, people with learning disabilities who are not known to or do not
utilise specialist services for people with learning disabilities, may still have substantial
health care and support needs. Maughan et al (1999) in a follow-up of the National Child
Development Study cohort to age 33 indicated that people with mild learning disabilities
were significantly more likely than their peers to be still living with their parents, be
unemployed, have literacy and numeracy problems and to experience high levels of
psychological distress. Furthermore, Emerson (2011) in his analysis of the health of adults
with learning disabilities who participated in the 2003/4 national survey Adults with Learning
Disabilities in England, but who did not use specialist services for people with learning
disabilities, indicated that they were more likely to smoke tobacco and less likely to access
some health services and health promotion activities than those who do use these services.
Also, they were more likely to be exposed to some known social determinants of poorer
health (greater material hardship, greater neighbourhood deprivation, reduced community
and social participation).
Given the number of people living in Wales with a learning disability, and with the majority of
these adults living in the community, CNLDs need to be skilled to ensure adults with learning
disabilities have the same opportunities as people without learning disabilities to access
healthcare.
2.6

Learning Disability Service Provision

It is important to understand the history of people with learning disabilities and the changing
service provision in order to provide a context to this research study. The move from
institutional based care to community-based care was determined by the changing
philosophies surrounding disability (Nirje, 1980). This model of community care, together
with enhanced independence of people with learning disabilities and their right to make
decisions concerning their lives was increasingly accepted (Bhaumik et 2011). This shift has
meant that more people with learning disabilities are accessing mainstream healthcare than

21

ever (Public Health England, 2016). Whilst these changes have brought about positive
changes and have contributed to the empowerment of people with learning disabilities, they
have also raised awareness of a variety of complex issues including issues around the
Mental Capacity Act (Heslop et al, 2013) and an increased awareness of the health
inequalities that people with learning disabilities face compared to the wider population
(Alborz et al, 2005, Kinnear et al, 2017). These issues are relevant to this study as it is
exploring how CNLDs support adults with learning disabilities in Wales to access secondary
healthcare.
Historically, people with learning disabilities were viewed within the medical model of
disability and thus have suffered and continue to suffer oppression (Oliver 1990). The
medical model of disability adopts the view that disability is an illness and the result of a
condition inherent to the individual requiring medical intervention. This constrains the
individual’s quality of life by creating disadvantage and social degradation and promotes the
view that a disabled person is dependent and needs to be cured or cared for (Oliver 1990).
The medical model of disability remained unopposed until the 1960s when Nirje developed
the principle of normalisation in Scandinavia. Nirje (1985) defined the normalisation principle
as
“... making available to all people with disabilities patterns of life and conditions of everyday
living which are as close as possible to the regular circumstances and ways of life or society”
(p.2).
During the 1970s and 1980s the principles of normalisation were implemented and endured
a range of international adjustments. During this period Wolfersberger (1983) developed an
interpretation of the Scandinavian model linked with the USA civil rights movement
encouraging service philosophy to create, support and defend valued social roles for people
who were at risk of devaluation (Wolfensberger 1998). Central to Wolfensberger’s work was
the idea that groups of vulnerable people in society, for example those with a learning
disability, are likely to experience systematic devaluation. This suggests that once people
are seen as being different in ways that are negatively appraised, it is more likely that
negative outcomes will follow. Such consequences might include relegation to low social
status, rejection, perhaps by family or neighbours and communities. Also, living in
segregated and congregated communities can sometimes mean a loss of personal control
and limited opportunities in life. The events at Winterbourne View, a 24 bedded residential
hospital for adults with learning disabilities and autism where there was a catalogue of
serious abuse (Hardy, 2020) encapsulate many of these consequences.
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Normalisation dominated the UK agenda during debates concerning services for people with
learning disabilities during the 1980s. By the late 1980s flaws in this consensus became
evident. In Wales, the launch of the All–Wales Strategy (Welsh Office, 1983) was the first
policy in relation to the theory of normalisation in Britain (Felce et al., 1998). The
commitment in Wales, Felce et al. (1998) explain, was to the Scandinavian normalisation of
Nirje (1980) with a focus upon everyday patterns of life and on living a life much like family
and friends who do not have a learning disability. With the All–Wales Strategy implemented
(Welsh Office, 1983), Wales was earlier adopting normalisation at a policy level than the rest
of Britain, and when normalisation was introduced into the rest of the UK it was
predominately influenced by Wolfensberger’s (1983) American and more prescriptive
approach. Whilst acknowledging that Wolfensberger’s normalisation had been a leading
change in learning disability practice, Smith and Brown (1992), suggested that the
opportunities of normalisation were too restrictive and that perseverance upon fitting in with
‘normal life’ could lead to further discrimination.
The impact of normalisation was evidenced in changing social policy recommendations. In
1971, the Government introduced their White Paper, “Better services for the mentally
handicapped” (DHSS, 1972) which announced the need to improve standards for people
with learning disabilities living in hospitals and expand community learning disability
services. Historically, hospitals were intended to provide both community and home
environments to people with learning disabilities and the roles of nurses were very broad
involving the delivery of aspects of personal care and support services such as respite, care
packages, and care managers. Importantly, Brown and Smith (1992) explain that the effect
of the 1971 White Paper was profound as throughout the 1970s there was a gradual
increase in learning disability nursing services in the community and a growing acceptance
that hospitals/institutions needed to close.

Significant concerns raised in relation to hospital care, including the Inquiry into abuse at Ely
hospital in Cardiff in 1969 described those institutions as an inappropriate provision for
people with learning disabilities (Northway and Jenkins, 2013). The Report of the
Committee of Inquiry into Mental Handicap Nursing Care (1979), otherwise known as the
Jay Report, recommended that long stay hospitals, was not meeting the requirements of
adults with a learning disability and that better opportunities should be available in the
community. Mitchell (2003) explains that by 1979, as nurses were the dominant profession in
these hospitals, they bore much of the criticism in terms of the practice that was performed.
A principal recommendation of the Jay Report (1979) was that learning disability nursing be
discontinued. The recommendations of the Jay Report (1979) were revised by 1980,
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however, it is suggested that the interest and debate it caused, meant that learning disability
nursing was later to develop in its own right (Mitchell, 2004).
The Welsh Assembly Government recognised the ongoing need to improve the lives of
people with a learning disability living in Wales. The Welsh Assembly Government’s
approach is based on the foundation established by the 1983 All Wales Mental Handicap
Strategy and the Revised Guidance that was published in July 1994 and reaffirmed by the
Welsh Assembly Government Cabinet in June 2002. Williams (2007) indicates that the
foundations of contemporary Welsh learning disability policy can be traced back to this AllWales Strategy for the Development of Services for Mentally Handicapped People (Welsh
Office, 1983) and can be characterised as interventionist. This policy has been described as
progressive and has brought together substantial resources for service development in line
with the principles of normalisation (Evans, 1994). The All Wales Strategy for the
Development of Services for Mentally Handicapped People (Welsh Office, 1983) was a
significant driver for a move from institutional to community care.
In 2007, a statement of policy and practice for people with learning disability was published
(Welsh Assembly Government, 2007). This describes the key principles, aims, responses
and outcomes that the Welsh Assembly Government believes are desirable. This is Welsh
Government’s latest guidance and is still relevant today. The Welsh Government believes
that people with a learning disability must have as equal a right of access to primary,
secondary and specialist health care services and routine national health screening
programmes as any other citizen. The Healthcare Standards for Wales (Welsh Assembly
Government, 2005) should be embraced and applied equally when the patients involved are
people with a learning disability.
In 2018, the Learning Disability: Improving Lives Programme was published (Welsh
Government, 2018). This report was initiated by the Cabinet Secretary for Health and Social
Care, the former Cabinet Secretary for Children and Communities and the Minister for Social
Care to examine how services for people with a learning disability could be strengthened.
One of the crucial deliverables of the Improving Lives programme is to reduce health
inequalities – through reasonable adjustments to mainstream services and access to
specialist services when needed.
The next section will provide an overview of learning disability nursing and how it has
evolved over the years.
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2.7

Background to Learning Disability Nursing

The Registered Nurse for People with Learning Disabilities (RNLD) is the only profession
specifically trained to degree level to work with people who have learning disabilities.
However, it is also a profession whose existence has been continuously challenged from its
inception to the present day (Welsh Assembly Government, 2009).
As already mentioned in the previous section, the Report of the Committee of Enquiry into
Mental Handicap Nursing and Care (Jay Report 1979) proposed major changes in service
provision for people with learning disabilities. Amongst its many recommendations, the
report supported the discontinuation of learning disability nurse training and advocated
expansion of the existing qualification of social care workers (Sheerin 2005), who would form
one generic, and commonly trained body of residential care staff. This recommendation
motivated RNLDs to evaluate their roles and defend their unique contribution to supporting
people with learning disabilities. Although, learning disability nursing was not discontinued,
the report altered the field of learning disability nursing in the UK. It acted as a catalyst in the
further development of community nursing by meeting the needs of people with learning
disabilities in the community rather than institutions (Barr, 1996). As more people with
learning disabilities moved into community settings, they required social care support with
their everyday tasks rather than full-time nursing care. They were now expected to access
mainstream healthcare in order to meet their physical health needs. This has resulted in
many people with learning disabilities requiring the support of a CNLD, and family members
and/or paid social care workers to assist them in accessing healthcare (Brolan et al 2012).
Despite the increased use of social care staff as set out in the Jay Report (1979), learning
disability nursing has remained a vital aspect of learning disability service provision. The
Cullen Report (1991) commissioned by the four Chief Nursing Officers in the UK (Cullen et al
1995) examined the options for the future of the role of the learning disability nurse, one of
which again included a planned run down of the profession. In assessing the options, they
considered their feasibility, their coherence with values and policy, and the needs of people
with learning disabilities. It concluded people with learning disabilities have both health and
social care needs, and that the ration of health and social needs varies between individuals,
and of course, over time. It also noted that learning disability nurses are more likely to work
with people with learning disabilities that are experiencing higher levels of health needs.
Attempts to distinguish between the concepts of health and social care have been largely
artificial (Welsh Assembly Government, 2009), given that people with learning disabilities
have a range of needs that span the health and social care spectrum, experiencing high or
low levels of input in either dimension simultaneously.
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This was further reinforced by the Strengthening the Commitment report (Scottish
Government at al. 2012), a report commissioned by the 4 Chief Nursing Officers within the
UK. This report states that learning disability nurses are central to effectively identifying and
meeting the health needs of people with learning disabilities and are able to promote
improved health outcomes and increased access to general health services, consequently
enabling social inclusion. However, whilst the reports recognise that learning disability
nurses have a key role in supporting access to healthcare, there is a lack of evidence around
the activities that the CNLD may carry out in order to support such access to secondary
healthcare. The literature review later in this chapter will demonstrate this lack of clarity.
The Learning Disability: Improving Lives Programme (Welsh Government, 2018) cuts across
both health and social care and is focused on people with learning disabilities, and provides
evidence to develop the five priority areas, including education, housing, and transport. One
of these areas is access to healthcare and acknowledges the integrated working across
different groups and sectors to improve the lives of its citizens and address the health
inequalities where they exist. This has been particularly important in view of the recent
failures to meet the health needs of the learning disability population (Heslop et al, 2013,
Mencap 2007).
Whilst health providers support the retention of RNLDs, uncertainty exists surrounding the
boundaries of their roles (Mitchell 2004). This uncertainty may cause confusion for registered
learning disability nurses and generic healthcare staff who may be unsure who is
responsible for providing healthcare support to people with learning disabilities. The CIPOLD
report (Heslop et al, 2013) recognises a lack of awareness of the roles and responsibilities of
different organisations and professionals and how they might provide healthcare support
was highlighted. This report evidenced the lack of clarity around different living
arrangements such as supported living schemes, residential care homes and nursing homes
that a person with a learning disability may have. This lack of clarity has sometimes led to
people with learning disabilities receiving an unsafe discharge from hospital. For example,
an individual being discharged from hospital with inadequate healthcare support and with
paid social carers being under-equipped to deal with a person with illness. This lack of
awareness and inadequate provision has worrying implications for the quality of care
provided to the person with learning disabilities (Barr, 2004).
Learning disability nurses based within community settings as community nurses for people
with learning disabilities (CNLDs) have led the way since the early 1970`s in developing their
skills within multi-disciplinary and multi-agency service models and have facilitated the
development of policy and practice frameworks that have transcended organisational
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boundaries (WAG, 2009). The CNLD has not only survived but has arguably strengthened
its position in healthcare services through a process of professional evolution that has
responded positively to dynamic external drivers (Welsh Assembly Government, 2009).
However, there still exists many challenges for the CNLD to respond to, to ensure the
specialist and generic health needs of people with learning disabilities are successfully
provided for. The next section will provide details on how community learning disability
teams in Wales were formed and have subsequently evolved.
2.8

Community Learning Disability Teams (CLDTs) in Wales.

The current multi-disciplinary/multi-agency framework of service delivery is entrenched
within the development of Community Learning Disability Teams (CLDTs) in the early 1980s
with the implementation of the All-Wales Mental Handicap Strategy (Welsh Office, 1983).
The All-Wales Strategy articulated three key principles relating to people with learning
disabilities:


that they have a right to normal patterns of life within the community.



that they have a right to be treated as individuals; and,



that they require access to additional help from their communities and from
professional services if they are to develop their maximum potential as individuals.

These principles were taken from the Better Services White Paper (DHSS, 1979) and the
influential ‘model of care’ section from the Jay Report (DHSS, 1979) and reflect
normalisation. The All-Wales Mental Handicap Strategy (Welsh Office, 1983) recommended
key systems which were suggested to coordinate professional advice and support access to
generic services. One of these systems was Community Mental Handicap Teams (CMHTs),
which were recommended as a key system for providing a single point of contact for service
users and a focus for local planning and multidisciplinary working. Since that time, services
have evolved considerably in terms of the size of the team and the range of professions and
services based together.
CMHTs are now known as community learning disability teams (CLDTs), and in Wales have
evolved incrementally, but differently, within different geographical regions and as such there
has not been a nationally agreed model of service provision. Felce et al. (1998) discuss that
multidisciplinary teams were a new development and that there was little available
experience in Britain to assist with developing process and practice. As previously
mentioned, at the time of data collection within Wales, health providers had taken different
approaches to seeking to promote better access to healthcare for people with learning
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disabilities. There are seven health boards in Wales providing acute care services with five
of these health boards providing specialist services for people with learning disabilities. One
health board therefore also provides specialist learning disability services for two other
health boards. Each health board has CLDTs and meeting the health needs of people with
learning disabilities is identified as an area of their core business.
At the time of data collection, in addition to the CLDTs, three health boards had introduced
additional measures to address the lack of coordination and communication between
services, and the subsequent need to improve health liaison (Disability Rights Comission,
2006, Mencap, 2007, Michael, 2008, Heslop et al, 2013). One of these health boards had
an established health liaison scheme with acute liaison nurses based in the community. A
second employed two health liaison nurses based in secondary healthcare and the third
employed a consultant nurse with a remit for health liaison work in addition to the CLDT.
However, it should be noted that in all areas, community learning disability nurses (CNLDs)
potentially have an important role to play in promoting better access to healthcare.
As already mentioned, the All-Wales Strategy (Welsh Office, 1983), stated that people with
learning disabilities require access to additional help from professional services to access
generic services. There is a now a well-established evidence base around the health
inequalities that people with learning disabilities face, and which lead to poorer health
outcomes that are often avoidable (Heslop et al, 2013). These will be explored in more
detail in the following section.
2.9

Health Inequalities Experienced by People with Learning Disabilities

International evidence of the health needs and inequalities experienced by people with a
learning disability is well established (Emerson, 2011). There is evidence of a different
pattern of disease, high levels of health needs going unidentified and unmet, with substantial
consequences for the individuals and their supporters (Cooper et al. 2006, Alborz et al.
2005, Whitaker & Read 2006, van Schrojenstein Lantman-de Valk & Walsh 2008, Emerson
& Baines 2010). These needs have been linked to heightened risk of premature mortality,
despite many of the conditions being treatable and preventable (Patja et al. 2000, Baxter
et al. 2006, Disability Rights Commission 2006, Tyler et al. 2007, Michael, 2008, Department
of Health 2009, Emerson & Baines 2010, Heslop et al 2013, LeDeR, 2017).
In a systematic review conducted by O’Leary et al (2017) which looked at premature
mortality and subsequent causes in people with learning disabilities, the average age of
death was reported to be 20 years lower for people with learning disabilities in studies that
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investigated age of death for adults and children (Glover & Ayub, 2010; McCarron et al.,
2015; Ouellette- Kuntz et al., 2015). In Glover et al.’s (2017) investigation of life expectancy
from birth, they also identified that age of deaths of people with learning disabilities was 19.7
years younger than the equivalent general population. Different methods were used across
the studies to report age of death including mean (Lavin et al., 2006; Ouellette- Kuntz et al.,
2015), median (Heslop et al., 2013) and unspecified average (McCarron et al., 2015).
This challenges comparability across the studies; however, each study does offer
consistency regarding premature mortality in people with learning disabilities.

Furthermore, the LeDeR report (2018) detailed that the median age at death for people with
learning disabilities (aged 4 years and over) who died from 1st April 2017-31st December
2018 was 59 years. For males it was 60 years; for females 59 years. In their 2016/2017
annual report they reported a median age at death of 58 years. The more recently published
data (LeDeR, 2018) suggests a disparity in the age at death for people with learning
disabilities (aged 4 years and over) and the general population (all ages) is 23 years for
males and 27 years for females. In addition, more people who died at a younger age had
profound and multiple learning disabilities, and some of these would have complex medical
conditions or genetic conditions that may make an earlier death likely. Therefore, it is
important to acknowledge the increased risk of mortality for this group of people, and the
importance of overcoming any barriers to support access to healthcare.

The demographics of people with learning disabilities are changing, with an overall increase
in numbers, with more living into older age with multiple morbidities (Torr & Davis 2007,
Parrott et al. 2008, Maulik et al. 2011, Kinnear, et al, 2017). These factors have significant
implications for health, social care and third sector organisations and the delivery of health
care across general hospital and primary care services (Cooper et al. 2004, NHS Quality
Improvement Scotland 2009). As already stated in this this chapter, multimorbidity is
imperative as the coordination and monitoring is more complex than that of single conditions.
However, healthcare systems and subsequent care pathways appear to be focused on the
management of single conditions. (Kinnear et al, 2017). Recently, multimorbidity has been
emerged as one of the greatest challenges facing health services, both presently and in the
coming decades. Awareness has been raised with the wider population around the
importance of multimorbidity, which becomes increasingly prevalent over the age of 50 years
(Kinnear at al, 2017).

People with learning disabilities experience health inequalities from an earlier age (Emerson
et al 2012) compared to the wider population (Elliott, Hatton and Emerson 2003, Emerson
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and Baines 2010, Kinnear et al, 2017). Emerson and Hatton (2008) report that one in seven
adults with learning disabilities rate their general health as not good. Beange et al (1995)
explain that there may also be underestimates of poorer health of people with learning
disabilities, because carers tend to perceive the person, they care for to be healthier than
suggested by results of medical examination. Robertson et al (2010) explain that health
screening of adults with learning disabilities registered with GPs reveals high levels of unmet
physical and mental health needs. Despite life expectancy increasing for people with
learning disabilities, they continue to have a shorter life expectancy and are three times
more likely to die young than the general population, particularly those with Down’s
Syndrome and those who are women and/or young adults (Emerson et al 2012).
There is a lack of consistency in reporting on the prevalence of single physical health
conditions in people with learning disabilities, this may be due to the differences in research
design and sample. For example, reported vision problems in people with learning
disabilities range from 18% to 99% (Kinnear et al, 2017).
A leading cause of death amongst people with learning disabilities is coronary heart disease
and the incidence is expected to increase as the overall life expectancy of people with
learning disabilities increases (Hollins et al 1998). Approximately 50% of children with
Down’s syndrome experience congenital heart defects (Santoro & Steffansen, 2021).
Respiratory disease is possibly the leading cause of death for people with learning
disabilities (46%- 52%), with rates much higher than for the general population (15-17%)
(Hollins et al, 1998, Puri et al,1995). Gale et al (2009) report that people with asthma and
learning disabilities were found to be twice as likely to be smokers compared with people
with learning disabilities who do not have asthma. More than half of women with learning
disabilities and asthma are also obese (Emerson and Baines, 2010).
Endocrine disorders such as hypothyroidism and diabetes also have a significant impact,
with hypothyroidism common amongst those with Down’s syndrome and rising with age
(Gibson et al, 2005). People with learning disabilities are at a higher risk of developing type
two diabetes, which is caused by obesity, sedentary lifestyle, increased blood pressure, and
poor nutrition (McVilly et al, 2014). In Scotland, the prevalence of type one diabetes in
people with Down’s syndrome is estimated at 10.6 or 10 times higher than the wider
population (Anwar et al, 1998). This is of great concern, given that diabetes accounts for 3%
of deaths annually in the wider population (Kinnear at al, 2017).
People with learning disabilities are fourteen times more likely to suffer with musculo-skeletal
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impairments and may have a lower bone density and increased prevalence of osteoporosis
(Jaffe et al 2005). These findings were replicated in the study conducted by Kinnear et al,
(2017) who reported prevalence of `18.5% of people with learning disabilities with a
diagnosis of osteoporosis.
The incidence and pattern of cancer amongst people with learning disabilities is rapidly
changing partly due to increased life expectancy (Bonell, 2010), as the incidence of cancer
rises dramatically with age. It is reported that the incidence of cancer diagnosed in people
with learning disabilities is increasing (Willis et al, 2018).

There is currently no data available from Wales relating to the incidence of cancer diagnoses
in people with learning disabilities. However, data from GP records for 47% of people in
England in 2017/18 indicate that the number of patients with a recorded learning disability
who had a diagnosis of cancer was 1.5%, compared to 2.7% in the wider population (NHS
Digital, 2019). However, mortality rates from cancer among people with learning disabilities
in England have been found not to differ from those in the wider population (Glover 2017).
In the UK alone, 15,000 people with learning disabilities are registered blind and
approximately 50,000 have a visual impairment (Emerson and Robertson 2011). People with
Down’s syndrome are more likely to develop vision and hearing loss and approximately 40%
of people with learning disabilities have a hearing impairment (Emerson and Baines 2010).
Recent research by Kinnear et al (2017) suggest that around 47% of people with learning
disabilities have a visual impairment. People with Down’s Syndrome are at higher risk of
developing dementia than the general population and are experiencing symptoms 30-40
years younger (Holland et al 2000).
Chadwick and Joliffe (2009) report that difficulties with eating, drinking, and swallowing have
implications for health, safety and well-being. They report that among adults with learning
disabilities, 40% of people with dysphagia experience recurrent respiratory tract infections.
Other negative health consequences of dysphagia include asphyxia, dehydration, and poor
nutritional status.
Constipation has been reported in two-thirds of a sample of people with moderate and
severe learning disabilities in the Netherlands (Bohmer et al, 2001). Research conducted by
Kinnear et al, (2017) states that 33.8% of people with learning disabilities are likely to have a
diagnosis of constipation, with it being the fourth most common physical health condition.
The high rates reported acknowledge the importance of managing this condition.
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The prevalence of psychiatric disorders is 36% among children with learning disabilities,
compared to 8% among children without learning disabilities (Emerson, 2007). Emerson and
Hatton (2008) suggest the increased prevalence of psychiatric disorder is particularly
marked for those individuals with autistic spectrum disorder, and it is also significantly higher
among adults whose learning disabilities are identified by GPs (Cooper et al, 2007).
Behaviours that may challenge are displayed by 10-15% of people with learning disabilities,
age specific prevalence peaking between ages 20 and 49 (Lowe et al, 2007). Kwok and
Cheung (2007) acknowledge that in some instances behaviours may result from pain
associated with untreated medical disorders.
High rates of accidents and injuries among people with learning disabilities, including injuries
from falls, have been reported internationally (Grant et al, 2001, Janicki et al, 2002 and
Wagemans and Cluitmans, 2006). In Denmark and Australia, accidents have been reported
to be a more common cause of death among people with learning disabilities than in the
general population (Hsieh et al, 2012). A study conducted by Finlayson et al (2010),
indicated that the adults with learning disabilities had more injuries, falls and accidents, of
different types and causes, than the general population. They experienced more fractures,
burns, poisoning, cuts; had more injuries caused by falls, trips and slips; burns from using
kitchen equipment (a kettle or an iron) and causes that may not be applicable for the general
population (e.g., walking or banging into furniture).
Epilepsy is at least 20 times higher in the learning disability population than the non-learningdisabled population (Glover et al 2017) and seizures are commonly multiple and resistant to
drug treatment (Amiet et al, 2008). It is essential that all healthcare professionals are aware
of the prevalence and management of epilepsy (Kinnear, et al, 2018).
Cooper et al (2007) report that the prevalence of dementia is higher among older adults (65
plus) with learning disabilities (22%) than in the general population (6%). They explain that
this is associated with a range of potentially challenging behaviours and health problems.
Tyrer and McGrother (2009) indicate that people with Down’s syndrome are at particularly
high risk of developing dementia, the age of onset being 3-40 years younger than the
general population. Among people with moderate to profound learning disabilities, deaths
from dementia are more common in men than in women.
Research undertaken in the UK has consistently emphasised the comparatively poor health
outcomes of people with learning disabilities. Emerson et al, (2016) claim that the evidence
base in this area is limited in two ways, firstly on its reliance on samples of adults with
learning disabilities drawn from the population of people who use specialised health or use
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social care services for people with learning disabilities. Emerson and Glover (2012) assert
that this is problematic as the majority of adults with a learning disability have mild learning
disabilities and most, if not all, do not use and are not known to learning disability services.
As a result, very little is known about the health and well-being of the group that has been
termed the ‘hidden majority’ of adults with predominantly mild learning disabilities. Peltopuro
et al (2014), however, claim that the available evidence does suggest that adults with mild
learning disabilities have significantly poorer health than their non-learning-disabled peers
and are also significantly more likely to be exposed to well-established social determinants
of poor health. Second, it is argued by Emerson & Hatton (2014) that most studies fail to
take account of the extent to which any differences in health status may be attributable to
potential confounding variables such as different rates of exposure to common social
determinants of poorer health including socio-economic disadvantage rather than their
diagnosis of a learning disability.
However, it should be noted that a significant number of the health inequalities experienced
by people a learning disability compared with the general population cannot be explained by
an underlying condition and should be attributed to the way that people with a learning
disability are treated by health, mental health and social care services, as well as lifestyle
factors (Emerson et al. 2011; Emerson and Baines 2010; Holly and Sharp 2014). These will
be explored in more detail in the following section.
2.10

Secondary Healthcare for people with Learning Disabilities.

The current evidence base acknowledges that people with learning disabilities experience
barriers in identifying and meeting their own specific health needs, and in accessing equal
and equitable health services (Michael, 2008, Emerson et al 2012, Heslop et al 2013). Mary
Lindsay (1993) was one of the first professionals to identify problems for people with learning
disabilities accessing secondary healthcare. She chaired the working party that produced
Signposts for Success (NHS Executive, 1998), which recommended that:
‘mainstream NHS services need to become more responsive to the special circumstances
and needs of people with learning disabilities.’ (p.9).

Two decades ago, Hart (1998) explored the personal experiences of people in hospital and
raised a number of concerns, such as fear of hospital, difficulties in communication about
treatment and a general lack of satisfaction with care received. In the same year Mencap
(1998) reported a need for hospitals to have specific policies to meet the individual needs of
people with learning disabilities.
33

More recent studies have also acknowledged the barriers in accessing timely, appropriate
effective healthcare for people with learning disabilities. These barriers can be relating to
limited knowledge, skills, and experience of the needs of the population on the part of many
health professionals, coupled with poor communication and ineffective information sharing
across services that impacts on the quality of health care received and outcomes
(McConkey & Truesdale 2000, Sowney & Barr 2007, Gibbs 2008, Emerson et al. 2012).

In addition, the evidence base tells us that people with learning disabilities experience
barriers in healthcare resulting in avoidable morbidity and premature death, and that despite
guidance and legislation being available, practitioners are often unaware of best practice and
therefore are unable to identify poor practice (Mencap, 2007, 2011; DRC, 2006; Michael,
2008 and Heslop et al, 2013, LeDeR, 2017). This has been found across countries, for
example in England (Mencap, 2007, 2012), Australia (Iacono, et al, 2014) and the USA
(Krahn et al, 2006). Dunn et al (2017) in their systematic review found problems with delivery
of care in hospital including staff knowledge, skills, and attitudes. In 2018, Mencap launched
their ‘Treat Me Well’ Campaign which calls on NHS staff to make reasonable adjustments for
people with a learning disability which can help to save lives.

People with learning disabilities are high and frequent users of all healthcare services
(Alborz et al 2005; Williams et al., 2005; van Schrojenstein Lantman-de & Walsh, 2008;
Robertson et al, 2015). Blair (2011) reports that people with learning disabilities are admitted
to hospital almost twice as frequently as the general population, with Mencap (2004)
estimating the annual admission rates at 26% of people with learning disabilities and 14% of
the general population respectively.
There have been significant concerns about people with learning disabilities when accessing
general hospital services in the UK, identifying poor quality of care that has in some cases
resulted in deaths that may have been avoidable. These concerns led to several campaigns
by Mencap, a leading charity for people with learning disabilities: Death by Indifference
(2007) and Death by Indifference: 74 Lives and Counting (2012), both detailed the failings of
health service care leading to deaths which Mencap suggested were the result of
institutional discrimination. Both of these document’s centre on the care decisions taken and
suggest that they were based on assumptions about learning disabilities and quality of life,
rather than the life-saving interventions required. Health service ombudsman Ann Abraham,
in a document examining these deaths (Parliamentary and Health service ombudsman
2009), noted:
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‘The quality of care in the NHS and social services for people with learning disabilities is at
best patchy, and at worst an indictment of our society’ (p.2).
Abraham (2009) also highlighted,
‘distressing failures in the quality of health and social care’ and found that people with
learning disabilities were treated worse than others, leading to ‘prolonged suffering and
inappropriate care’ (p.3).
The seriousness of these issues led to an Inquiry chaired by Sir Jonathan Michael and
culminated with the publication of the report Healthcare for All (Michael, 2008). This report
stated:
‘Health service staff, particularly those working in general healthcare, have very limited
knowledge about learning disability. They are unfamiliar with the legislative framework, and
commonly fail to understand that a right to equal treatment does not mean treatment should
be the same, but rather may need to be adapted to meet special needs.’ (p.7).
This report recommended a time-limited Confidential Inquiry into premature deaths of people
with learning disabilities. Healthcare for All (Michael, 2008) also made recommendations
including: the need for improved undergraduate and postgraduate education; the collection
of data to enable the identification of people with learning disabilities; involving families as
partners in care; the identification of needs through Joint Strategic Needs Assessments; the
review and monitoring of general health services for people with learning disabilities.
The Confidential Inquiry into Premature Deaths of People with Learning Disabilities
(CIPOLD) report reviewed the deaths of 247 children and adults with learning disabilities in
the West of England (Heslop et al, 2013). The objective was to review the care pathways
that people received in the period leading up to their deaths, to identify errors or oversights
that may have contributed to their deaths, to highlight good practice, and update the
evidence base in relation to avoiding premature mortality. It identified the need for sustained
action across care services, including strong national and local leadership.
The CIPOLD report (Heslop et al, 2013) highlighted that for every person in the general
population who died from a cause of death amenable to good quality care, three people with
learning disabilities would do so. Consequently, The Learning Disabilities Mortality Review
programme (LeDeR, 2016, 2017, 2019) was setup as recommendation of the CIPOLD report
to support improvements in the quality of health and social care for people with learning
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disabilities and to help reduce premature mortality and health inequalities for people with
learning disabilities. Now, in 2020, the programme provides the largest body of evidence on
deaths of people with a learning disability at an individual level anywhere in the world
(Department of Health and Social Care, 2021). The LeDeR programme (LeDeR, 2017, 2018,
2019) uses the information and learning gained from completed reviews to develop national
recommendations for the Department of Health and Social Care and partners across the
health and social care systems in policy development. The programme published its third
annual report in May 2019, which covered the period 1 July 2016 to 31 December 2018, and
had a particular focus on deaths reported in 2018. Nearly half of the deaths reviewed
showed that people with learning disabilities received care that met or exceeded good
practice. However, this should be the expectation for all, and it is concerning that some
people with learning disabilities are continuing to receive care that sometimes falls so short
of good practice that it significantly impacts on their wellbeing, or directly contributes towards
their cause of death within secondary healthcare.
Similar to the CIPOLD report (Heslop et al, 2013). The LeDeR report (2019) highlighted a
number of concerns relating to the quality of care of people with learning disabilities,
including delays in identifying that a person was ill, recognising further deterioration, and
accessing and receiving appropriate medical care. Failure to recognise or act on signs a
patient is deteriorating can result in missed opportunities to provide the necessary care to
give the best possible chance of survival.
Reducing the health inequalities that people with learning disability experience has been
addressed by Government Policy in England (Department of Health and Social Care, 2021)
and Wales (Welsh Government, 2018), and several approaches have been suggested to
improve the care people with learning disabilities receive whilst in hospital (Heslop et al
2013, LeDeR, 2017, Mencap 2012). These include the establishment of ‘learning disability
liaison nurse’ posts and ‘flagging systems’ to identify patients with learning disability.
In a literature review that was undertaken by Backer et al (2009) which looked at the
recommendations for improving hospital care for people with learning disabilities, several
publications recommended the creation and implementation of specific posts or teams with a
remit to improve access to secondary healthcare for people with learning disabilities. The
National Patient Safety Agency (2004) proposed that LDLNs should be employed in all
general hospitals to ensure the safety of patients with learning disabilities by assisting with
direct care, offering support to relatives and carers, and providing training to ward staff.
There is a growing evidence base that reports that specialist liaison nurse roles created for

36

other client groups are generally effective, and there is evidence to suggest that learning
disability nurse posts developed in the UK and Canada were valued by both acute and
community learning disability services (Hannon, 2003, Moulster, 2020)
The first such approach in developing a LDLN model was established in Edinburgh in 1999
and has consequently been adopted elsewhere in the UK. However, this has not yet been
reported in the literature in other countries (Hannon, 2004; Brown & MacArthur, 2006;
Whitehead et al, 2008; Gaskell & Nightingale, 2010). This model involves experienced
registered learning disability nurses working entirely within the general hospital to support
people with learning disabilities and their supporters. In the “Getting it Right” (Mencap,
2012), Mencap produced a charter which calls for all hospitals in the UK to appoint LDLNs,
while in 2010, the Royal College of Nursing passed a congress resolution calling for the
same (Royal College of Nursing, 2013). In Wales, since the death of Paul Ridd, the ‘Paul
Ridd Foundation’ have been lobbying Welsh Government to call for LDLNs to be based in
every acute hospital in Wales. In 2020, there was 19 LDLNs employed in Wales, based in
secondary healthcare. However, whilst there are LDLNs based in each acute hospital in
Wales, there is often inconsistencies in how they work, for example some LDLNs have a
remit for education and consultancy and work remotely, whilst others are based in the
hospitals with a visible presence on the wards. This is consistent with a report written by
Moulster (2020) that in England there are some areas where there are no LDLNs working in
secondary healthcare, and other areas where there is one nurse working across several
sites, often in a part time role. Moulster (2020) explains that when LDLNs leave, the posts
remain unfilled for quite long periods of time, or in some cases have been cut completely. In
these cases, it is reported that families and self-advocates report significant difficulties in
accessing help and support in accessing secondary healthcare.
Brown et al (2012) call for further research around the outcomes of LDLN services and the
impact they have on the care of people with learning disabilities. The World Health
Organisation (2010) Regional Office for Europe cited LDLNs as an example of good practice
in empowering children and young people with learning disabilities to be involved in decision
making about their care. In the conclusion to their review of the literature, Backer et al (2009)
called for further research in this area, particularly studies to evaluate these types of
initiatives that aim to improve access to general hospital health care, in order that this could
be used to inform the development of services.
Brown et al (2012) conducted research to investigate the outcomes and impact that LDLNs
have had in South East Scotland. A mixed methods study was undertaken which explored
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the impact of LDLNs across 4 Scottish NHS trusts. In total 323 referrals were made over 18
months and were analysed along with qualitative data drawn from interviews and focus
groups with a sample of 85 which included patients with learning disabilities (n=5), carers
(n=16), primary health care professionals (n=39), secondary care health professionals
(n=19) and liaison nurses (n=6). The referral patterns to the LDLNs closely matched the
known health needs of adults with learning disabilities, with more prevalent admissions being
due to neurological, respiratory, and gastrointestinal issues. The LDLN role was seen to be
complex and impacted on three key areas, firstly, clinical patient care, secondly, education
and practice development within secondary care and learning disability services, and thirdly,
strategic organisational developments. Strategic patient outcomes were linked to these
issues relating to capacity and consent to treatment, fostering person-centred adjustments to
care, augmenting communication and the liaison nurses acting as positive role models and
advocates for people with learning disabilities.
While most stakeholders reported a positive experience, a number of limitations were
identified via this study. These were mainly related to the LDLN services’ resources, rather
than a reflection on the practice of LDLN. The fact that the LDLN services were only
available during office hours, Monday to Friday, did not always fit with patient need. This was
a particular issue where there was no cover for annual leave, leading to lack of or delayed
response to requests for support. In a report published by Moulster (2020), it was suggested
by LDLNs that in order to make their roles more effective, there is a clear need for more
LDLNs to allow for a 7-day, 24-hour service and to allow for a greater specialism within the
LDLN team.
Moulster (2020) further explained that raising and maintaining awareness of the LDLN
service was a challenge, with numerous staff reporting that until they had direct involvement
with the LDLN they had not been aware that the service existed. GPs in particular had little
awareness of the service, and many other stakeholders felt that the existing staffing
resource was inadequate to leading to the service being ‘stretched fairly thin at times’. For
the liaison nurses themselves, the logistics of covering several hospital sites was difficult and
the situation was exacerbated in services where there was only one post holder. TuffreyWijne et al (2013) explain that those hospitals with an on-site LDLN are in the best position
to provide safe and good quality healthcare for people with learning disabilities. They report
that LDLNs were most effective if they had a high level of expertise and understanding of the
needs of people with learning disabilities and their carers; authority to make decisions that
change patient care pathways, as well as a good understanding of, and access to, all clinical
areas within the acute trust structures; high visibility and availability within the hospital; and
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strong support from senior hospital managers. Whilst these studies were conducted nearly a
decade ago (Brown et al, 2012, Tuffrey-Wijne, 2013), there does not seem to be an
improvement. Moulster (2020) explains that LDLNs working in England report that a
significant challenge is the need for engagement and strategic involvement from Trust (or
health board) managers, and that they should become more embedded/established within
workforce structures.
However, the study conducted by Brown et al (2012) does seem to have limitations. It
included only a limited number of individuals with learning disabilities and their supporters,
the research had a strong bias towards healthcare professionals. Interestingly, the sample
did not include any CNLDs. Mafuba (2012) suggests that a possible limitation of this study
was that LDLNs, who were relied upon to recruit some of the participants, could have
influenced their selection, possibly favoring some individuals with more positive outcomes.
Also, it was not possible to identify and collect data on people with learning disabilities
admitted to hospital and not seen by the LDLN. It is therefore possible that a range of other
needs and issues were not identified.
A recent study conducted by Sheehan et al (2016), looked at the quality of inpatient care for
adults with learning disabilities in 15 hospital trusts (nine acute general hospitals and six
mental health services) from across England and Wales. The study looked at patient
hospital records to evaluate the performance of acute general and mental health services
and explore the influence of organisational factors on the quality of care they deliver. The
study included adults with learning disabilities who received inpatient hospital care between
May 2013 and April 2014. Data on seven key indicators of high-quality care were collected
from 176 patients. These covered physical health monitoring, communication and meeting
needs, capacity and decision making, discharge planning and carer involvement. The
impact of services having an electronic system for flagging patients with learning disabilities
and employing a learning disability liaison nurse was assessed.
In 2013, Tuffrey-Wijne et al (2013) explained that most patients with learning disabilities
remain invisible within the healthcare system, explaining that the majority of patients with
learning disabilities enter NHS hospitals without being identified as such. In their study, they
asserted that to various degrees, secondary healthcare failed to identify patients with
learning disabilities at the point of entry into the healthcare system or during their patient
journey. The study explained that hospital based LDLNs were best able to provide lists and
numbers of patients with learning disabilities who had accessed secondary healthcare, but
even these were not comprehensive with particular difficulties in identifying learning
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disabilities in outpatient appointments. The failure to identify patients with learning disabilities
was due to a lack of patient record systems integrated with those of other NHS services,
including primary care, a lack of effective flagging, a lack of staff knowledge and skill in
identifying learning disability and a widespread reluctance to record the presence of learning
disabilities in a routine and structured way. There appeared to be a fear of putting a negative
label of a person and a reluctance to ‘ask the question’.
However, the study conducted by Sheehan et al (2016) found that despite the development
of systems to identify patients with learning disability in secondary healthcare being
advocated by several authors (Michael, 2008, Heslop et al, 2013), the presence of an
electronic flagging system to identify patients with a learning disability did not influence most
of the measured care outcomes such as health monitoring, communication, decision making,
discharge planning and carer involvement. This study highlighted that the presence of the
flagging system was significantly associated with a carer’s assessment being offered.
The results of the study conducted by Sheehan et al (2016) show that the care delivered to
people with learning disabilities within hospital settings is poor. This research highlights that
physical health monitoring /assessment measures were poorly completed across settings.
For example, a swallowing assessment was completed in less than 20% of people with a
learning disability. Given the prevalence of dysphagia in this group, a swallow assessment
would be considered essential to the care of people with learning disabilities (Leslie et al,
2009, Chadwick et al, 2009). Dysphagia can have serious consequences, ranging from
dehydration and undernutrition to frequent lower respiratory tract infections secondary to
aspiration and even choking (Thacker et al, 2008). It has been identified as a key risk area
by the National Patient Safety Agency (2004) and it is worrying that this has not been
translated into patient care. It was also found that epilepsy risk assessments were similarly
neglected. NICE (2012) report that epilepsy and convulsions are leading causes of death in
people with learning disabilities, and clinical guidelines for management in this group stress
the importance of epilepsy risk assessments in mitigating the risk of harm from the condition.
In addition, sudden unexplained death in epilepsy (SUDEP) risk is not always discussed with
the person with learning disabilities or their family/carers. Nguyen et al (2014) acknowledge
highly publicised reports of recent failings in this area by secondary healthcare services
emphasise the importance of responding appropriately to this risk.
Sheehan et al. (2016), also report that there was evidence that a hospital passport or similar
form of patient-held health record, had been used in only a minority of cases. However, the
study is unable to report whether this represents a failure of the hospital to use the hospital
passport, or because no such document existed. Nguyen et al (2014) state that by providing
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hospital staff with additional information regarding an individual’s needs and contact details
of their family or carers, it is believed that health passports can help overcome difficulties in
communication and ensure that appropriate and individualised care is delivered. It is
recommended they be completed by support staff, or the CNLD and updates as a matter of
routine. However, Nguyen et al (2014) explain that it should be noted that a recent
systematic review failed to provide any evidence that health passports confer any health
benefit in people with learning disabilities and called for more research to be conducted on
their effectiveness.
It is important to acknowledge that people with learning disabilities and their supporters were
involved in setting audit criteria for this study (Sheehan et al, 2016). This adds to the validity
of the study in measuring the extent to which important aspects of good quality care are
being provided. However, this study has several limitations which need to be considered
when interpreting the findings. Firstly, the study did not detect clinically important
differences in outcomes in hospitals that used different approaches to improve the quality of
care that people with learning disabilities receive. It is therefore possible that some of the
trends observed would have attained statistical significance had the number of patients and
hospitals included in the study been higher. Secondly, a convenience sample was used,
based on existing working relationships. The hospitals chosen were therefore a selected
sample of those which had demonstrated interest in improving care for people with learning
disabilities. Furthermore, most of the data was collected from hospitals in London, which will
limit the generalisability of the results.
Although it was not within the remit of the research conducted by Heslop et al (2013) to
review the contribution of healthcare staff, it was evident that people with learning disabilities
were supported by a range of professionals. Over 66% of people with learning disabilities
whose deaths were reviewed by CIPOLD had been supported at some time by a member of
the community learning disability team. The following section will look at the available
research around the broad role of the CNLD and also specifically around meeting their
client’s health needs.
2.11

The Role of the Community Learning Disability Nurse (CNLD)

In this study, ‘CNLD’ refers to Nursing and Midwifery Council (NMC) ‘registered nurse,
learning disability’ or RN (LD). There are registrants who work in the community, whose role
involves provision of nursing care to people with learning disabilities in a range of settings,
who work in a MDT team context, hold caseloads, and admit and discharge people with
learning disabilities who have health needs.
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The earlier evidence base in relation to the role of the CNLD was underpinned by research
that explored CNLD caseloads during the late 1980s (Mackay 1989) and 1990s (Parahoo &
Barr 1994,1996). Overall, the results of these studies showed that CNLDs reported a
somewhat coherent range of reasons for visiting people with learning disabilities. These
reasons included support in responding around managing behaviours that may challenge,
epilepsy, ageing, relationships and sexuality, physical care needs, mental health, physical
impairments, and sensory issues, (Mackay 1989, Parahoo & Barr 1996).

Since 1996, there has been six research studies conducted which have focused on the
overall role of the CNLD. A recent study undertaken by Moulster (2020) explores the overall
experiences the registered learning disability nurse supporting access to healthcare, and this
includes CNLDs (n=20). However, this study does not focus on the role of the CNLD, it
focuses on understanding the who, where and what of learning disability nurses in health
liaison roles. This study will be discussed in more detail further on in this section.

Since the role of the CNLD has been in practice for more than forty years, this number does
appear to be low. Parahoo et al (2000) suggest that there has been proportionately less
research carried out within learning disability nursing, compared with other fields of nursing.
Learning disability nurses, and CNLDs in particular, work in an environment in which multidisciplinary working is actively promoted. It has been acknowledged that no single
profession is capable of meeting all the needs of people with learning disabilities, (Kay et al,
1995). Therefore, the need to share and develop knowledge in partnership is apparent. In a
rapid scoping review of learning disability nursing research (Griffiths, Bennett & Smith,
2007), indicated a steady year on year increase in learning disability nursing research from
1996-2000, however, this was not repeated in later years with peaks of publications in 2002
and 2005. During this scoping review it was highlighted that learning disability research is
limited in quantity and its ability to provide generalisable insights – with much of the research
conducted consisting of small-scale evaluations, which do not in themselves, constitute as
robust research evidence. Given the limited evidence base, this rapid review suggests that
areas to proirtise are mechanisms for improving access and experience of general
healthcare and interventions to behavioural problems. Furthermore, in 2012, it was
acknowledged that research activity should be directly related to informing the practice of
learning disabilities nursing and should focus on areas that add value and provide clear
benefits to people with learning disabilities, and their families and carers (Scottish
Government et al, 2012).
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In 1998, Mansell and Harris (1998) used postal questionnaires to collect information from a
range of 96 professionals (including 24 learning disability nurses) who worked in community
learning disability teams in South Wales and achieved a response rate of 83%. Respondents
identified the top five key roles of the nurses, they were client-based interventions, coordination and planning of care, training, care management and health promotion. Fifty four
percent of respondents reported that the role of the RNLD could not be taken by a different
professional. It would be useful to ascertain what activities were involved in health promotion
activity, this is something that this research study will seek to explore.

A further study conducted by Powell, Murray & McKenzie (2004), explained that health and
social services staff within community-based residential services reported similar views to
Mansell and Harris (1998) in relation to community learning disability nurses. In a
questionnaire-based survey of 40 staff, the top areas reported within the role of community
nurses were, consultancy, assessment, treatment, training and promoting access to
services, care planning and health promotion. The need to develop communication with
other services and the need to promote the health of people with learning disabilities were
identified as two areas that could be further improved upon by CNLDs. Overall, the
respondents in both studies viewed the community nursing service as effective and valued
the broad and varied role undertaken. Interestingly, this study conducted by Powell, Murray
& McKenzie (2004) acknowledges the role that CNLDs play in supporting access to
healthcare but does not explain how.

Boarder (2002) in his study of the perceptions of CNLDs of their roles and ways of working in
North Wales, interviewed 20 CNLDs. CNLDs described some health-related roles that they
would undertake, such as health maintenance and health promotion group work. In addition
to the detailed exploration of the roles of CNLDs, Boarder (2002) described how they
enacted their roles and explained relationships that impacted on how they perceived those
roles, particularly within ‘mainstream’ health services. The need for greater role clarity was
expressed by many of the CNLDs and the need to develop a stronger identity within the
health service in order to have a clearer understanding of roles and responsibilities.
However, it should be noted that this study would have predated many of the health liaison
developments, and therefore, the current context is very different. However, Mafuba et al
(2018) acknowledge the importance of role clarity amongst CNLDs. Also, it should be
recognised that this study only represents the views and perceptions of those CNLDs
interviewed, and therefore cannot represent CNLDs as a whole. Further comparative studies
would be useful and possibly a wider sample could be reached through questionnaires. In
addition, the CNLDs interviewed were experienced, the perceptions and experiences may be
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different with less experienced, recently qualified CNLDs. In addition, research should be
undertaken which identifies more precisely the details of work carried out by the CNLD,
especially around meeting the physical health needs of people with learning disabilities.

The findings from the research conducted by Boarder (2002) were similar to those of a study
undertaken by Mobbs et al (2002), who explored of the role of the CNLD in England. This
study involved a postal questionnaire being sent out to CNLD managers from NHS trusts in
England. There was a response rate of 136 out of 170 (81%) managers. According to
Mobbs et al (2002), the response rate of 81% was the highest to date in relation to postal
questionnaires in England. The CNLDs of almost all (96%) the NHS trusts worked in multidisciplinary CLDTs. The results of this study acknowledge the specialised role the CNLDs
fulfil. NHS trusts often employ CNLDs to work in one dedicated role, for example, supporting
individuals with challenging behaviour or epilepsy. The complex role of the CNLD was also
highlighted, although certain areas of clinical practice (for example child protection) were
given the greatest amount of clinical time per average month by the CNLDs of some trusts
whilst, CNLDs in other areas gave the same area of clinical practice no time per average
month. Clearly, the role of the CNLD differs considerably in different geographical areas.
Similar to the study by Boarder (2002), the study acknowledged the ‘health’ role of the CNLD
and reported that CNLDs of most NHS trusts are actively involved in health promotion and
surveillance activities working in partnership with primary and secondary healthcare. Mobbs
(2002) asserts that CNLDs are best placed to do this as their health-based training and
specialised skills in communicating with people with learning disabilities have found them
well prepared.

It is important to acknowledge that in this study (Mobbs et al, 2002), the surveys were
completed by nurse managers and not CNLDs themselves. The replies may not therefore
reflect current CNLD activities as exactly as if CNLDs themselves had completed surveys.
However, Mobbs et al (2002) deemed that it would be challenging to obtain contact details of
all CNLDs working in a large geographical area such as the whole of England.

A study conducted by Slevin (2004) in Northern Ireland, aimed to identify the overall
caseload sizes of CNLDs, the prevalence of people who have challenging behaviours on
their caseloads and what contact is provided. A postal survey was undertaken of the total
population of community nurses (n=69) for people with learning disabilities in the region. The
method of data collection was a self-completion survey. The study found that people with
challenging behaviours accounted for over a quarter of the participants’ combined
caseloads, and these individuals required the most regular visits from the CNLDs.
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Given the lack of information on the role of the CNLD, and the changing policy landscape
and service provision for people with learning disabilities, Barr (2006) decided to repeat a
previous survey of CNLDs within Northern Ireland (Parahoo & Barr 1996). The aim of this
research study was to establish their current role and how this had altered over an 11-year
period (1992–2003). A survey design was used in which the total population (n =49) of
CNLDs within Northern Ireland was asked to complete a postal questionnaire. Forty CNLDs
in Northern Ireland completed questionnaires, this provided information about 1559 people
with learning disabilities on their current caseloads. Results of this study when compared
with the earlier study showed that over an 11-year period, there had been less involvement
with children, more focus on adults with physical and mental health needs and nurses often
appeared to have a monitoring rather than an active clinical role. Data also identified an
increase in caseload size, and that referrals to the CNLDs were mainly received from
learning disability services and not mainstream healthcare services. Whilst this study was
conducted in Ireland in 2006, this appears to have not changed over the decades with key
learning disability reports in England (Heslop et al, 2013, LeDeR, 2019) and Wales (Welsh
Government, 2018) highlighting the need for early intervention, and the need to support
access to healthcare.

The findings of this study show an increasing health orientation within the CNLD role with
increased involvement in health monitoring on the CNLD caseload. Physical care was
highlighted as the major area of CNLD role in Northern Ireland (Barr, 2006) and clinical
procedures were given the most time by the CNLDs in England according to the study
conducted by Mobbs et al (2002). The ‘health’ reorientation of the CNLD, and the shift from
care management to more focus on meeting the health needs of people with learning
disabilities was also reported in the studies conducted in Wales (Boarder, 2002) and
England (Mobbs et al, 2002). Other changes noted within the role of the CNLD show an
increase in working with people with learning disabilities who develop mental health
problems as well as promoting healthy ageing with people with learning disabilities, and
older carers, similar to the trends reported in other studies (Boarder, 2002 and Mobbs et al,
2002).

It should be acknowledged that the study conducted by Barr (2006), despite using a total
population of available CNLDs and achieving a good response rate (81%), only CNLDs
working within Northern Ireland were included in the study. In addition, these nurses worked
within a joint health and social services structure, rather than the largely separate health and
social services structures provided within the rest of the UK. With this in mind, the findings of
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this study cannot be generalised to other CNLD services. However, the study does provide
an insight into the role of CNLDs who work in integrated teams. The integration of teams
across health and social care is something that is recommended by the Learning Disability:
Improving Lives Programme (Welsh Government, 2018).

Studies conducted by Mansell & Harris (1998), Boarder (2002), Mobbs et al (2002) Slevin
(2004) and Barr (2006) all used postal questionnaires as their data collection tools. Whilst
their response rates were comparable, which does indicate the feasibility and acceptability of
this data collection tool it is important to acknowledge other considerations. For example, the
researcher has no control over who completes the questionnaire, and there needs to be a
certain amount of ‘buy in’ from the respondent to complete and return the questionnaire.

The changing nature of the role of the CNLD has been recognised for many years, with
Boarder (2002), Mobbs (2002) and Barr (2006) acknowledging such changes in their
studies. There may be two drivers, firstly, Barr (2006) recognised that CNLDs are
strengthening their role through becoming progressively more focused and selective on the
work they are undertaking and being proactive in meeting the identified needs of people with
learning disabilities. Some evidence of this exists in the development of pioneering health
screening and health promotion tools, some of which date back over 10 years in Northern
Ireland (Meehan et al, 1995, Barr et al, 1999, McConkey et al, 2001). However, according to
Mobbs (2002) evidence also exists that points to an alternative explanation namely that the
role is fragmenting as other services (behaviour support, children’s disability teams and
epilepsy) increasingly work with clients that would have previously been seen by CNLDs.
Consequently, Barr (2006) explains that CNLD role is becoming much more about
monitoring, coordinating and much less about individual client work.

It was also identified by Boarder (2002), Mobbs (2002) and Barr (2006) that CNLDs need to
review their current role, as there appears to be ambiguity surrounding this amongst the
CNLDs themselves and amongst other members of the multi-disciplinary team. It is therefore
not unexpected that this role has evolved differently across the UK (Mobbs et al, 2002) and
even throughout Wales (Boarder, 2002) and that secondary healthcare staff have an
inconsistent understanding of the role and contribution of community learning disability
nurses (McGarry and Arthur 2001).

The role of the CNLD has evolved and continues to evolve in the practice setting (Barr,
2006). It is important to acknowledge the increasing focus on health-orientated roles and the
development of specific clinical roles. However, there have been no studies that have
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examined these drivers and subsequent changes. Recent policy changes have led to the
reorganisation of services across the United Kingdom (Department of Health, Social
Services and Public Safety. 2004; DH, 2001; Scottish Executive, 2000, The Scottish
Government, 2013, Welsh Assembly Government, 2002). The National Health Service
(NHS) Knowledge and Skills Framework (DH, 2004) was created following implementation of
Agenda for Change (AfC) (DH, 1999) and they have outlined role expectations for CNLDs in
the United Kingdom.

A more recent study by Mafuba et al, (2018) explored CNLDs public health roles in the
United Kingdom. The study was the first of a wider three-stage exploratory sequential
multiple method study. Job descriptions and person specifications (n=203) were collected
using a purposive sampling approach. Job descriptions and person specifications were
included if the prerequisite professional qualification was RNLD registration with the NMC. In
addition, the post-holders were part of community-based multi-disciplinary teams, providing
health services to people with learning disabilities. Finally, job descriptions needed to be
explicit that the post-holder’s primary role was meeting the health needs of people with
learning disabilities. Mafuba et al (2018) report that the most cited policy/strategy in band 5
CNLD job descriptions, and relevant to meeting the health needs of people with learning
disabilities was health action planning. Health action planning included, working with
primary and secondary healthcare in relation to health education, surveillance, prevention,
protection, and promotion. In terms of policy process, policy implementation was the main
activity. However, Band 5 CNLDs were also expected to participate in monitoring and
evaluation of effectiveness of this strategy. The ‘facilitation role’ was expected broadly within
the contexts of primary and secondary care services, and health advocacy. For Band 6
CNLDs, involvement with the health policy process was in the implementation phases with
minimal but considerable references to involvement in policy evaluation. Health facilitation
was the most prominent policy referred in the documents. Similar, to band 5 CNLDs, the
‘implementation’, and ‘facilitation’ roles ranked highest. What can also be observed is the
lack of any reference to the ‘liaison role’ in band 6 job descriptions and person specifications.
Health screening was the most widely cited policy in which Band 7 CNLDs were expected to
have significant involvement. It is recognised that there is a clear expectancy for Band 7
CNLDs to be actively involved in reducing health inequalities, this includes enhancing and
improving access to mainstream health services, promoting inclusion in generic public health
services, preventing ill health and promoting equitable access to healthcare. It should be
acknowledged that working to reduce the adverse impacts of the circumstances of
individuals with learning disabilities ranked second to health screening, which is the opposite
to the findings for Band 6 CNLDs. This could indicate that Band 7 CNLDs are more likely to
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take on a more proactive role. The study by Mafuba et al (2018) provides an important
foundation for this research study as differences in activities and banding or salary grade will
be explored.
Mafuba et al (2018) acknowledge a further significant difference between Band 7, Band 6
and Band 5 CNLDs in the lack of reference to the ‘development role’. However, Band 7
nurses were expected to take on ‘leadership roles’ in implementing more proactive,
preventative health programs, service development initiatives and health liaison.
Mafuba et al (2018) conclude that there was little consistency in CNLDs’ job descriptions and
job specifications. These findings demonstrate considerable differences in role expectations
organisationally in CNLDs involvement with health policy in the United Kingdom. Lack of
consistency and complexity of role expectations observed in this study are consistent with
the findings by Mobbs et al (2002). However, the research study conducted by Barr et al
(2006) acknowledges that CNLDs contribute to public health policy implementation through
health facilitation, health promotion, and health education. Although, the study conducted by
Mafuba et al (2018) highlighted the extent of expected involvement of CNLDs in
implementing public health policies for people with learning disabilities, it clearly recognises
the need for clarity in the role of the CNLD to be addressed, particularly around supporting
access to healthcare which has been highlighted as a significant patient concern. This is
also important because this lack of clarity appears to filter out among CNLDs themselves,
other public health professionals, employers (Boarder, 2002), and more than likely
individuals with learning disabilities.

However, as with all non-longitudinal studies, these are limited in that they can provide only
a snapshot in dynamic, rapidly changing policy and practice landscapes. Therefore, the
findings of the study conducted by Mafuba et al (2018) need to be acknowledged and
interpreted in the context of health services for people with learning disabilities in the United
Kingdom between 2008 and 2012.

In 2020, Gwen Moulster (on behalf of Health Education England) undertook an online survey
of learning disability nurses working in health liaison and facilitation roles within the UK. This
survey included learning disability nurses (n=126), with 16% (n=20) of these nurses based in
community learning disability teams. Whilst this study does not specifically discuss the role
of the CNLD, or how they support access to healthcare, it offers an important insight into the
experience of CNLDs supporting access to healthcare. Of the 20 CNLDs, 18 wrote in
response to an open-ended question about what they think works well. CNLDs explained
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that working with social care, being part of a learning disability team and positive outcomes
for people with learning disabilities with their input. Furthermore, 20 CNLDs wrote in
response to a question about what they feel isn’t working well. Interestingly, whilst working
with social care is perceived as positive, it is felt that there are gaps in social care services
and inconsistent eligibility criteria in terms of continuing healthcare funding (n=6) and that
community learning disability nurses are not integrated with social care (n=2). This is an
important finding, as this chapter has already acknowledged that people with learning
disabilities have a range of needs that span the health and social care spectrum,
experiencing high or low levels of input in either dimension simultaneously. Also, CNLDs
(n=6) highlighted that there are not enough CNLDs available to support access to
healthcare, and this is exacerbated due to the lack of learning disability nursing posts in
acute hospitals creating pressure on CNLDs.

CNLDs (n=5) claimed that GPs and other health professionals did not understand their role,
with 80% (n=16) describing attitudes of medical professionals across primary and secondary
healthcare as their biggest challenge when seeking to deliver equitable services to people
with learning disabilities and their supporters. Whilst this study offers an important insight
into the experiences of CNLDs, it is important to understand how CNLDs overcome these
challenges to provide safe, effective care for people with learning disabilities. CNLDs (n=3)
described their greatest success as overcoming barriers to support people to achieve better
health outcomes. Whilst CNLDs were able to highlight this success, they were not asked
how they overcome and remove barriers. This research study aims to understand how
CNLDs support adults with learning disabilities access secondary healthcare, and how they
identify, reduce or overcome any barriers to support access. This provides an original
contribution to knowledge.
2.12

Gaps in Existing Knowledge and Original Contribution to Knowledge Provided by this
Research Study

There are some methodological considerations to be recognised in the research studies
reviewed. Several sources are small-scale projects in specific geographical areas, for
example Mansell and Harris (1998) whose research was based in South Wales and Boarder
(2002) whose research was based in North Wales. Equally, not all research has been
conducted with CNLDs as participants. Mansell and Harris (1998) had 80 participants with
only 24 of these CNLDs. In the study conducted by Mobbs (2002), research was conducted
around the role of the CNLD, and participants were CNLD managers rather than CNLDs.
Also, of importance to note is the timescale of these studies. Whilst the Moulster (2020)
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study included CNLDs, they were not the primary focus of the study. There has been no
study which has explored the role of the CNLD conducted for over 15 years which is
surprising and of significance in a rapidly changing health and social care landscape.
The literature review demonstrates a small amount of research into the role of the CNLD
within the UK. However, there is no research within Wales or the UK that explores the role of
the CNLD in supporting adults with learning disabilities access healthcare.
The unique contribution to knowledge that this research study brings is that it explores two
gaps in existing literature. Firstly, there has been no research conducted that has explored
the role of the CNLD supporting access to secondary healthcare within the UK, whilst there
has been research conducted which has explored the role of the LDLN in England and
Scotland. Secondly, there has been no pan Wales research conducted which has explored
the role of the CNLD in overcoming barriers and supporting access to secondary healthcare
within the context of the social model of disability.
This research will address the following objectives:
Stage One



To examine the support that is provided by CNLDs for adults with learning
disabilities who access secondary healthcare in Wales.



To identify barriers in accessing secondary healthcare and how these are
overcome and removed by the CNLD.

Stage Two



To explore the extent to which the activities identified during stage one
interviews are carried out by CNLDs.



To explore the influences on the role of the CNLD in terms of their
geographical location.



To explore the differences in the role of the CNLD depending upon salary
grade.

This research will promote greater clarity in the role of CNLD among themselves, and other
health professionals within primary and secondary healthcare. As NHS Wales shifts its focus
from treatment to wellbeing and prudent and anticipatory healthcare (Public Health Wales,
2014), exploring how CNLDs support adults with learning disabilities to access secondary
healthcare in Wales has become even more critical.
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In order to address this research question, ‘Do community learning disability nurses (CNLDs)
support adults with learning disabilities in Wales to access secondary healthcare?’ it is
necessary to consider a conceptual framework. The main focus of this study is to explore
how CNLDs support individuals to access secondary healthcare through identifying and
removing barriers to access secondary healthcare. This reflects a Social Model of Disability
approach and will be discussed in more detail in the following section.
2.13

Conceptual Framework

The field of qualitative health research is presently characterised by highly inductive
qualitative research designs, utilising grounded theory methods and emerging conceptual
frameworks (Bryant & Charmaz, 2007; Glaser & Strauss, 1967; Miles & Huberman, 1994).
Generally, a conceptual framework is based on the findings of the literature review and
serves as a foundation in order to explore the research question. It is important to consider
the conceptual framework that underpins and informs this study. Theories discussed in
chapter one were the medical model and the social model of disability. The social model of
disability is largely the opposite model to the medical model of disability in that it views the
environment rather than the person (and their health conditions) as the barrier to social
inclusion. Conversely, the medical model views people with a disability as disabled by their
impairments or differences. The medical model looks at what is ‘wrong’ with the person, and
not what the person needs in order to be included in society.

Emerson et al (2012) explain that the health inequalities experienced by people with learning
disabilities should be of a significant concern to all fields of health. Firstly, a significant
proportion of the population are disabled, the WHO (2011) estimating the global prevalence
of disability at 15-19%. Secondly, according to the Disability Rights Commission (2006)
there is extensive evidence that disabled people experience significantly poorer health than
their non-disabled peers. Thirdly, Emerson et al (2011) claim that whilst individuals with
learning disabilities are more likely to have a health condition or impairment, they are also
more likely to face barriers when accessing healthcare. This inevitably brings a degree of
difference in the overall health of people with learning disabilities compared to the wider
population. It is evident that the health inequalities that people with learning disabilities face
are not solely related to biological determinants linked to their health condition, or
impairment associated to their disability. This is a key point in relation to this study, as it
explores activities that CNLDs undertake in order to support access to healthcare by
overcoming or removing any barriers.
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Several considerations have been recognised as contributing to the health inequalities faced
by disabled people. These have included increased risk of exposure to common social
determinants of poorer health for example, childhood poverty (Emerson et al, 2011)
exposure to overt disability-related acts of discrimination (Emerson et al, 2011) and barriers
to accessing timely and effective heath care including preventative interventions (Heslop et
al, 2013). The concept of barriers to healthcare is in keeping with the social model of
disability which also informs the model of reasonable adjustments. The social model of
disability has therefore been identified as the conceptual framework for this research study.
Other models were considered, such as the medical model of disability, the human rights
model of disability and critical disability studies but did not fit the study in terms of
overcoming and removing barriers. The social model of disability, however, is regarded as
accessible (Oliver, 2013), with the removal of barriers and push for equality within
healthcare, and society as a whole. This section will critically examine this framework and
explain how it will inform the study.
2.13.1 The Social Model of Disability
There have been significant changes in the care and support of people with learning
disabilities over the past 40 years with a shift away from institutional medical models of care
to community-based care. Traditionally, it has been perceived that a disability is a medical
condition for a person (Chappell et al, 2001). This is known as the medical model of
disability. Oliver (1996a) suggests that this medical model tends to place disability within the
person and explain that given a particular intervention or treatment plan, the problem may be
fixed or cured to restore ‘normal’ body functioning. It further suggests that there is a ’̳ normal’
state of mind or health which can be attained (Oliver, 1996a, 1998). This medical model
usually refers to disease as an individual pathology (Chappell et al., 2001). Consequently,
this means that individuals are viewed in terms of diagnostic categories with a focus on
rehabilitating to address specific difficulties (Smart and Smart, 2006). In health care
services, the traditional way of thinking about disability was through a focus on people’s
impairments, the condition, or illnesses. Oliver (1998) report that the medical model views
individuals’ disability, first and foremost, as the problem, and therefore calls for adjustment
by people themselves. The medical model defines, grades and categories conditions and
impairments, which can, of course, be important for identification, assessment, and
treatment purposes. However, difficulties arise when this model is used to maximise
people’s outcomes from healthcare. Both the medical model and social model of disability
focus on the individual. However, the social model of disability focuses on the barriers that
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they experience rather than on their impairment. The medical model appears to focus upon
the individuals’ impairment, which could lead to stereotyping people and defining people by
their condition, this is known as diagnostic overshadowing, and this in itself has been
evidenced as a barrier for people with learning disabilities when accessing healthcare
(Heslop et al, 2013). This is especially important in healthcare, for example, evidence
suggests that there are many barriers such as communication and coordination (LeDeR,
2020), and these, rather than perceived deficits of the person should be addressed. Scullion
(2010) explains that the greatest criticism of the medical model is that it places primary
emphasis on disability, at the expense of looking at the person as a whole. This thereby
reduces individuals to a collection of symptoms or provides an unfair focus on what people
cannot do. In contrast, the social model of disability differentiates between impairment (i.e.,
the loss or lack of some functioning part of the body) and disability (i.e. the meaning society
attaches to the presence of impairment) (Chappell et al, 2001). This definition of impairment
has been developed to include sensory, and ‘intellectual’ or ‘developmental’ impairments
(Barnes et al. 1998). The social model of disability argues that people with impairments are
disabled by a society that excludes, disadvantages, and discriminates against them (UPIAS
1976). In an important paper, Abberley (2002) argued that the experience of disabled people
is historically and culturally specific. Impairment is socially created, and meaning is given to
it through a variety of social practices. Disability is a construct of the social and economic
structures of a society at a particular point in time.
The social model of disability tries to identify and overcome barriers relating to discrimination
and exclusion, such as systemic barriers, exclusion of disabled people, and negative
attitudes (Shakespeare 2006, Barnes & Mercer 2010). This model sees disability as socially
constructed (Dewsbury et al, 2004). It moves away from the medical model of disability and
its attempts by health professionals to cure disabilities that may result in further social
exclusion or segregation (Chappell et al. 2001). The development of the social model of
disability has underpinned the care support of people with disabilities through political and
policy action and the development of a distinct disability theory and body of research
(Watson 2002).
The social model of disability reports barriers are created by society and not by the individual
(Chappell et al., 2001; Dewsbury et al., 2004; Oliver, 1996b). This model focuses on societal
barriers and what can be done to remove those barriers rather than on the nature of specific
impairments. Oliver (1996a) suggested that the social model does not deny the problem with
disability but locates it squarely within society. It is not individual limitations, of whatever
kind, which are the causes of the problem but society‘s failure to provide appropriate
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services and adequately ensure the needs of disabled people are fully addressed in
communities (Oliver, 1996). Therefore, the focus for change is the societal environment
rather than the individual, and the environment must be adapted to accommodate
differences and be inclusive of all members of the community (Law et al. 2007).
The adoption of the social model of disability, and its influence over political policy and
decision making has impacted to the social inclusion of people with learning disabilities; for
example, universal services, including health care, therefore, promoting the right to full
participation (Culham & Nind 2003). In the UK, there is a legislative requirement (Equality
Act, 2010) on all public services, such as health services, to make reasonable adjustments
to service provision to ensure the needs of people with disabilities are met. The social model
of disability has informed and translated into policy which has sought to influence and
change the lives of people with learning disabilities by recognising their value as equal
citizens to lead normal lives in the community, with additional support where necessary
(Scottish Executive 2000, Department of Health 2001, 2009, Welsh Government, 2019).
From healthcare provided in the community to acute healthcare, promoting disability equality
is the responsibility of everyone working within health and social care. In relation to access
to healthcare for people with learning disabilities reference is often made to inequalities and
inequities. Whitehead (1991) suggests that equality and equity are related and explains that
inequities exist when care of an equal quality is not provided. Furthermore, Northway (2016)
explains that equality and equity are therefore often described by their absence and
sometimes the two terms are used interchangeably without consideration of differences in
meaning. Confusions around terminology can also lead to unsuitable interventions whereby
medical professionals believe they are doing the right thing whereas they may be
contributing to the health inequalities that we know that people with learning disabilities face.
With equality and equity of access being the desired goals, it is fundamental to have clarity
regarding both meaning and purpose.

Equity is about providing people with what they need in order to make things fair, this is not
the same as equality. Equity is ensuring that support is proportionate to an individual’s own
circumstances. Whereas equality means ensuring that everyone has the same opportunities
and receives the same treatment and support. The difference between equality and equity
must be emphasised. Although both promote fairness, equality of treatment usually means
treating everyone the same, regardless of their need, while equity achieves this through
treating people differently dependent on need. However, this different treatment may be the
key to reaching equality. This chapter has discussed the spectrum of learning disability, and
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the need to adopt a strengths based, person centred approach, this is fundamental to
equitable, equal healthcare.

Whitehead (1991) explains that not all differences in health care are inequities but that
where differences are unwarranted, avoidable, unreasonable, and unjust then inequity
exists. However, such incidents have been heavily evidenced as being experienced by
people with learning disabilities (Mencap, 2007, 2011, Heslop et al, 2013, LeDeR, 2018).
Many of the barriers relating to the health inequalities faced by people with learning
disabilities earlier in this chapter can be overcome, therefore, they meet Whitehead’s
benchmark of being are unwarranted, avoidable, unreasonable, and unjust. Whitehead
(2001) asserts that equity therefore has an ethical/moral dimension, in that it requires that
barriers to health (such as poor access to healthcare) are identified, removed, or modified
since doing so is a fair and just response to historical inequalities (Braveman et al, 2017).
Over the past decade has nursing literature included demands to adopt a theoretical
understanding of disability, that recognises its discriminatory elements and to adopt a model
of disability that explicitly challenges discrimination (Scullion, 2010) This awareness of the
importance of these contributory factors is consistent with changing philosophies of
disability, Emerson et al (2012) suggest that over recent decades, our understanding of
disability has generally moved from one in which the disadvantages faced by people with
particular health conditions or impairments was seen as the inevitable consequences of ill
health (often known as the medical model of disability) to one in which they are seen as
being powerfully shaped by social structures and socio-cultural practices (often referred to
as a ‘social model’ of disability). As a result of this, disability is seen as a human rights issue
necessitating the modification of numerous social determinants of health status, such as
equal access to healthcare.
This development essentially advanced within the discipline of disability studies, with very
limited engagement from some fields of nursing, leaving conventional negative views about
disability largely unaffected within nursing. Nursing, in addition to medicine and other
service professionals have been subsumed within what has been labelled the ‘medical
model of disability’, and this has been viewed as a contributor to the causes of disability
discrimination within health care and beyond (Scullion, 2010). Whilst, Falk-Rafael (2005, p.
222), argue that ‘nurses practice at the intersection of public policy and personal lives; they
are, therefore, ideally situated and morally obligated to include socio-political advocacy in
their practice’, there is limited evidence that nurses challenge disability-related injustices.
Despite the application of the social model being predominantly focused on physical/sensory
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impairment and not on people with learning disabilities, it has made fundamental changes to
the way in which all disability is regarded and has had a major impact on anti-discriminatory
legislation in the UK and beyond. Despite this, Chappell et al (2001) argue that the social
model has neglected people with learning disabilities and learning disabilities has been
tagged on only as an afterthought within much of the literature generated by the social
model. Similarly, Sharkey (2000) explains that is that the social model of disability has only
had limited impact within the field of learning disabilities. More recently, a report published by
Welsh Government (2021), explains that the recent Covid-19 pandemic has exacerbated the
deep-rooted inequalities that people with learning disabilities face. Whilst Welsh Government
have consistently affirmed their commitment to the social model of disability, their report
entitled ‘oy (Welsh Government, 2021) reaffirms this commitment, as called for in the report.
This further supports the choice of conceptual framework for this research study given that
this is a pan Wales study.
Rae (2010) explains that firstly the social model of disability improves the ability of nurses to
identify need, respond in ways that put people at the centre and also for staff to strive
towards continually improved services. Nurses are able to do this by firstly focusing on
outcomes of the person and not any impairments they have. The social model of disability
focuses on outcomes for people, including their aspirations for care and how this will shape
their lives. Furthermore, Social Care Institute for Excellence (SCIE, 2020) explains that it
should be noted that the social model of disability does not disregard the value of medical
interventions and treatment. Rather than focusing alone on functional assessments, for
example, mobility difficulties, weight, or pain, whilst these are important in the context of
nursing care, the social model highlights the importance of also addressing the barriers
people face accessing services.
Secondly, making services more accessible to the person. All areas of service provision
should be accessible to disabled people, from the physical or built environment and ensuring
there are sufficient ramps and lifts, through to assessments, planning, and direct care. It is
important to remember that accessibility is far more than physical access, and relates to any
changes to premises, policies, and service delivery.
Thirdly, promoting independence and choice whilst keeping the person at the centre of their
care. Priestly et al (2010) explain that within health and social care, good quality services
promote people’s independence and choice. Disabled people should have the same control
as other citizens, this involves providing care and support to people, rather than disabled
people doing everything for themselves.
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It is important for everyone to be aware of the social model of disability, including disabled
people, their families, and carers. Over the last three decades, disability rights campaigners
have been calling for the social model of disability to be mainstreamed into health and social
care services. In addition, learning disability nurses, have tended to challenge medical
approaches because they have witnessed the human rights of people with learning
disabilities more compromised than most (Joint Committee on Human Rights, 2008). The
social model of disability is an approach gaining in momentum, with many reasonable
adjustments being made to make healthcare more accessible, such as introduction of
learning disability liaison nurses based in secondary healthcare. Over 20 years ago,
Scullion (2000) suggested that there are very few people who share a vision of tackling
disability discrimination by using the social model of disability for nursing education,
research, or clinical practice. The social model is used to underpin national policies and
strategies from Government, as well as public sector services. It is a legal requirement in
the United Kingdom for public services such as the NHS to ensure that their services are
adjusted in order to make them accessible to people with learning disabilities. In practice,
this means facilitating reasonable adjustments – making changes to ensure that people with
learning disabilities needs are met. Research conducted by Tuffrey-Wijne et al (2014) further
corroborates the statement made by Scullion in 2010. Tuffrey-Wijne et al (2014) state that
the provision of reasonable adjustments was not consistent, and practice very much
depended on the knowledge, flexibility and understanding of the staff team. Guidance
published by the Royal College of Nursing (2014) advises that all staff should be familiar
with the social model to help avoid the unwarranted dominance to the medical model, such
as by avoiding inappropriate questions and using a strengths-based approach rather than
directly focusing on the impairment.
The social model for disability is the conceptual model that underpins this research study.
The social model is not a social theory (Oliver, 1996), instead it provides a starting point for
research, practice and theory, and everyday living with and by disabled people. This chapter
has identified and discussed the barriers that people with learning disabilities face when
accessing healthcare. The need for reasonable adjustments has also been heavily
evidenced. This reflects a social model of disability approach. Therefore, as this research
study is concerned with the how CNLDs support people with learning disabilities to access
healthcare, and overcome and remove barriers, it is relevant to do this within the conceptual
framework social model of disability. The social model of disability will inform the data
analysis in both stages of the research, and it will frame the subsequent discussion. It will
also underpin any implications for practice and further recommendations.
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2.14 Summary
This chapter has highlighted that there is a need to support access to healthcare for
individuals with learning disabilities, and that there is need for further research into how
CNLDs support access to healthcare. As this role involves the identification and removal of
barriers to secondary healthcare, the social model of disability has been chosen as the
conceptual framework to underpin this research study and will be returned to throughout this
thesis to determine whether CNLD practice reflects this model. The next chapter, will,
therefore, set out the methodology, and methods for the study.
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3.0

Chapter Three: Methodology & Methods

3.1

Introduction

This chapter addresses the methodological challenges and approaches that have influenced
this research study and the chosen research design. It presents the chosen methodology
and methods to address the research question: ‘Do Community Learning Disability Nurses
(CNLDs) Support Adults with Learning Disabilities in Wales to Access Secondary
Healthcare; an exploratory study within the social model of disability.’ This chapter then
explores the available research design approaches and the relevance of the chosen
sequential multiple methods approach. Other methodologies and methods are noted and
acknowledged with discussion as to why these were not suitable for use in this study.
3.2

Nursing Research and Qualitative/Quantitative Approaches

Historically, nursing has been concerned with developing theoretical knowledge for
application to practice. At first, nursing used theories from other disciplines to meet its
clinical practice needs (Meleis, 1997). Early theoretical ideas unique to nursing were derived
mainly from clinical observations, personal knowledge, and philosophical thinking (Kirkevold,
1997). Hinshaw (1999) explains that these early nursing perspectives were useful for
articulating the nature of nursing and guiding practice but less useful for guiding nursing
research. The evolution of nursing as a professional discipline necessitated the
establishment of a scientific research base (Donaldson & Crowley 1997) to increase
disciplinary credibility. Nagle and Mitchell (1991) argue that the endeavor to increase
credibility has been influenced by factors within and external to nursing. Internally, attention
has been directed towards developing a specialised knowledge base that could be taught to
students and used to distinguish professional education from technical training. Externally,
nursing has struggled to differentiate itself from medicine and to develop the knowledge to
respond to changing societal needs (e.g., technological advances, increased scope of
nursing practice) (Salmond, 2017).
Porter (1996) defined four levels to understanding enquiry into human experience that can
be summarised as ontology (concerned with what reality is), epistemology (concerned with
what knowledge is), methodology (concerned with how reality can be understood), and
methods (the way that the evidence is collected). Ontology is the study of being, that is, the
nature of existence and what constitutes reality. So, for example, for positivists the world is
independent of our knowledge of it – it exists ‘out there’ while for relativists and others, there
are multiple realities and ways of accessing them. While ontology embodies understanding
what is, epistemology tries to understand what it means to know. Epistemology provides a
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philosophical background for deciding what kinds of knowledge are genuine and suitable. As
Easterby-Smith et al. (2002) indicate, having an epistemological perspective is important for
several reasons. First, it can help to clarify issues of research design. This means more than
just the design of research tools. It means the overarching structure of the research including
the kind of evidence that is being gathered, from where, and how it is going to be interpreted.
Secondly, a knowledge of research philosophy will help the researcher to recognise which
designs will work (for a given set of objectives) and which will not.
Two major ontological positions or beliefs about existence are relevant to this exploratory
multiple methods study. The first of these is constructivism, Bryman (2012) describes
constructivism as a view that truth and meaning do not exist in some external world but are
created by the subject’s interactions with the world. Meaning is constructed not discovered,
so subjects construct their own meaning in different ways, even in relation to the same
phenomenon. The opposite of this, is positivism, which argues that reality exists external to
the researcher and must be investigated through the rigorous process of scientific inquiry
(Turner, 2001).
Each of these ontologies have different histories and associated epistemologies, different
views of how data is deemed to be credible and how each makes sense of the world. The
two main opposing epistemological paradigms are positivism and interpretivism. To develop
a scientific base for nursing and to seek professional status in esteemed medical and
academic institutions, nurse researchers at first followed the dominant positivist paradigm.
Positivism is explained by Parahoo (2006) as a method that promotes the application of
natural science methods and use of scientific, replicable tests. In principle, positivism argues
that reality consists of what is available to the senses – that is, what can be seen, smelt,
touched, etc. and inquiry should be based upon scientific observation (as opposed to
philosophical speculation), and therefore on empirical inquiry. However, Hughes and
Sharrock (1997) assert that one of the important errors of positivism is some of the
assumptions it made about scientific inquiry. Science is, certainly, interested in producing
theoretical explanations but not just on the basis of what can be observed. Indeed, some
branches of science consist almost entirely of mathematical formulations. Typically, science
does not begin from observation, but from theory, to make observations intelligible. Thus,
even observations are ‘theory laden’ (Williams and May, 1996).
Indeed, as Onwuegbuzie, Johnson and Collins (2009) make clear, that in general, we now
inhabit a post-positivist world, practicing quantitative researchers would regard themselves
as post-positivists, acknowledging that there is an independent reality to be studied, but that
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all observation is characteristically imperfect in that truth can only be approximated, never
explaining it perfectly or completely. Consequently, given the perceived weakness of
observations, post-positivist research lays emphasis on inferential statistics with its
emphasis on assigning probabilities that observed findings are correct. The post-positive
paradigm is judged as appropriate for the study of nursing questions requiring systematically
gathered and analysed data from representative samples (Ponterotto, 2005), technical
clinical knowledge about specific interventions (Kneebone, 2002), and predictive theories for
at-risk individuals and populations (Norbeck 1987).
Conversely, a major anti-positivist paradigm is interpretivism, which explores ‘culturally
derived and historically situated interpretations of the social life-world’ (Crotty, 1989, p42). In
this paradigm, mutual recognition between researcher and research participants is fostered
and valued (Dzurec 1989, Horsfall 1995). Phenomena are studied through the eyes of
people in their lived situations. Examples of nursing theories developed within the
interpretive paradigm are Parse's (1992), Human Becoming, based on the inseparability of
humans and their environments, and Leininger's (1988), Transcultural Nursing, concerned
with culturally competent care for people of similar or different cultures.
Qualitative and quantitative methodologies have been used with differing amounts
throughout the relatively short history of nursing research. Since the 1950s, nurse
researchers employed predominantly quantitative methods (Burr 1996). During the 1980s,
however, qualitative methodologies gained increased momentum, perhaps even raising the
question of whether today these methodologies are moving towards the position formally
occupied by quantitative methodologies. This concerns not only the precedence of one
methodology over the other in terms of how often they are used, but also the relationship
between the two approaches. Traditionally, qualitative and quantitative methods belong to
different paradigms or worldviews that guide research (Guba & Lincoln 1992), and the
relationships between the two have even been referred to as ‘battlefields of wars’
(Tashakkori & Teddlie 1998, p. 3). Today's researchers take the more moderate view that
quantitative and qualitative methods can act as partial correctives to each other. The
following section explores the merits and weaknesses of the qualitative methods of
ethnography, phenomenology, and grounded theory. It will then explore the strengths and
weaknesses of using quantitative methods followed by a discussion which introduces the
pragmatic, sequential multiple methods approach as the identified and preferred method for
this research study.
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3.3 Qualitative Methodology
A methodology is a means to access, gather, question, and analyse information (Emmerik et
al, 2018). Building nursing research capacity is an identified universal priority (Tagoe et al.,
2019). Internationally, the nursing population recognises it must demonstrate its own
contribution to research and sustain robust evidence-based practice in keeping with other
healthcare professionals (Long and Johnson, 2007). Qualitative methodology, because of its
applicability to nursing, is employed largely to answer nursing questions; and nurses
contribute mainly to a qualitative continuum for the reason that broad explanations of
qualitative phenomena are grounded in patient experience.
Qualitative research methodology has been defined as
‘any kind of research that produces findings not arrived at by means of statistical procedures
or other means of qualification’ (McLeod, 1994, p.77).
Denzin and Lincoln (1994) define qualitative research as multimethod in focus, incorporating
an interpretive, naturalistic approach to its subject matter. This means that qualitative
researchers study things in their natural settings, attempting to make sense of or interpret
phenomena in terms of the meanings people bring to them. Qualitative research involves the
studied use and collection of a variety of empirical materials, case study, personal
experience, introspective, life story, interview, observational, historical, interactional, and
visual texts – that describe routine and problematic moments and meaning in individuals’
lives. Furthermore, Creswell’s (1998) definition of qualitative research and its characteristics
add the concepts of exploring ‘a social or human problem’ and the researcher building ‘a
complex, holistic picture’ by analysing words, reporting detailed views of informants, and
conducting the study in a natural setting. More recently, Cresswell (2015) explains that
qualitative research is an approach to scientific inquiry that allows researchers to explore
human experiences in personal and social contexts and gain greater understanding of the
factors influencing these experiences.
Research of this type can help nurses to understand health and illness experiences and offer
‘compassionate, person-centred care’ (Addo and Eboh, 2014). Richards and Morse (2007)
explain that using qualitative methodology is a skill that should be crafted, as complicated
human data requires such a response. Qualitative research will usually have less
participants than quantitative research, as it relies upon a more in-depth consideration of a
participant’s experience and values personal description, known as the generation of rich
data which is needed for an exploratory research study (Austin, 2014).
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Nurses work in partnership with patients and their relatives, so it is fundamental that they
understand how patients experience health and illness. Qualitative research can contribute
to this understanding. Some authors have suggested that there is a closer fit between the
practice of nursing and qualitative research than any other methodological approach (Gullick
and West 2012). However, qualitative research seeks to answer certain types of research
question only, usually the ‘why’ and ‘how’ questions as opposed to the ‘what’, ‘where’ and
‘when’; not all research questions can be answered using this approach.

The identified research approach for this study does include qualitative methodology (stage
one) since the research question necessitates a broad, inductive method that requires the
researcher to understand the role of the CNLD as described by participants. Induction
presents the researcher with an opportunity to explore a tentative awareness or knowledge
of the CNLD role, the data gathering, and analysis is not necessarily predetermined, or linear
as deductive methods may require. It would be misleading to suggest that all methods
associated to a qualitative methodology would produce the same levels of rich description
and understanding of a participant’s role in supporting their client access secondary
healthcare. A number of qualitative approaches exist; these are now explored to consider
appropriateness for use in this research study.
3.3.1. Grounded theory
Grounded theory seeks to generate theory through a process described as constant
comparison (Glaser, 1978). This involves concurrent data collection and data analysis,
resulting in the development of theories that are rooted in the real world and in the data
collected. These theories help to explain how people experience social interactions.
Theories developed in this way can inform the evidence base for nurses and support them in
shaping the social world to the practising nurses and guide them in shaping the social world
to the aid of patients. For example, if a study exploring the experiences of relatives of
patients with cancer diagnosis recognises that they would like to be further involved in their
healthcare, it would be in the nurse’s gift to make this happen.

Although the different qualitative approaches to research have much in common (Sylvester
& Gelling 2014), grounded theory is distinctive due to the interaction between sampling, data
collection and data analysis (Holloway and Todres 2007). Participants are chosen to be part
of the research study because they have experienced the phenomenon being explored and
have something to say about it. During a grounded theory study, the types of people invited
to participate in the research might change as the research progresses and the theory
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begins to emerge. Put simply, participants are recruited to meet the needs of the emerging
theory, this is known as theoretic sampling.

It is explained that grounded theory is deemed to be a suitable preference for research when
a phenomenon has not been sufficiently described, or when there are few theories that
explain it (Henderson 1998). The goal is to develop a theory that emerges from and is
therefore connected to the very reality that the theory is developed to explain. Wiener
(2007) acknowledges that there is some confusion over what constitutes 'theory' in grounded
theory. This is not unexpected, as literature, in referring to the work of theorists, has
concurrently described specific works as conceptual models, conceptual frameworks, and
theories (Meleis 1997). Conceptual models and theories are not identical. A conceptual
model is general and abstract, and they provide a comprehensive perspective on the
metaparadigm of nursing. Theories are more concrete, specific, and limited in range than
conceptual models (Fawcett 1995).

Glaser (1978) argued that a theory developed using the grounded theory approach was
sociological in nature, no matter what the background of the researcher, given that there
would be a focus on social processes. Annells (1997) recommended that researchers
should consider whether there is a social process (human action and interaction) under
investigation when choosing this method, as the methodology was originally developed by,
and for, sociologists to explain social processes (Glaser and Strauss 1967). Strauss and
Corbin (1990) called grounded theory a technique ‘for analysing data that will lead to the
development of theory’, which can be carried out regardless of the philosophical perspective,
the phenomenon under study, or the research situation; a position that shows enormous
flexibility. The goal of the grounded theory approach is to generate a theory that explains
how an aspect of the social world “works”.

Studies that have used grounded theory, are inductive studies, and they are open-minded
and flexible, so that the theory emerges from the data (Glaser and Strauss 1967, Strauss
and Corbin 1990, 1998). This inductive process would not have been suitable for this
research study, as the health inequalities and barriers to accessing healthcare that people
with learning disabilities face are heavily evidenced (Mencap, 2007, 2012, Heslop et al, 2013
and Heslop et al, 2017). It is important to note that only after initial data collection can
provisional hypotheses be formed. Empirical verification of the hypotheses is undertaken
through further data collection (Benton 1993, Charmaz 1990, Holloway and Wheeler 1996,
Strauss and Corbin 1990, 1998). The theory can then be tested, allowing predictions to be
developed deductively from general principles (Carpenter 1995, Stern 1980). As this
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research, does not seek to develop a theory, but seeks to explore the role of the nurse, it is
anticipated that the research would be suited to a different methodology.

3.3.2. Phenomenology
Common to all phenomenological approaches is a desire to understand humans from within
their own subjective experiences (Todres and Holloway 2010). If human behaviour is to be
understood, it is essential to perceive the world from the person’s perspective; this has been
depicted as exploring the individual’s lived experience. Early proponents of phenomenology
were philosophers and not researchers, therefore researchers should be mindful of this if
seeking guidance from early philosophical writings (Giorgi 1985).

Phenomenological research can be categorised generally as descriptive or interpretive.
Descriptive phenomenology focuses more on describing the experiences of participants. An
integral part of this approach is the argument that researchers should ‘bracket’ their
preconceptions so these cannot affect the conduct of the research (Hamill 2010). Bracketing
involves trying to reject personal presumptions from the emerging theory; in other words, the
researcher’s previous beliefs about the phenomena being studied should not impact the
theory that emerges from the participants’ experiences (Gelling, 2014). In interpretive or
‘hermeneutic’ phenomenology, it is reported that researchers should use their presumptions
in a positive way (Todres and Holloway 2010) and that bracketing is not possible (LeVasseur
2003). Positive use of presumptions can be achieved by making these explicit to the
audience who will be able to judge the strengths and weaknesses of the presumptions and
how these may have impacted the research study.

Personal experiences are most often collected through qualitative interviews, which can be
explored to formulate meanings. These meanings are often presented in a ‘coherent story of
interrelated themes and insights’ (Todres and Holloway 2010), which can help explain the
nature of the phenomenon being investigated (Parahoo 2014).
3.3.3

Ethnography

Ethnography is different to other approaches in qualitative research because of its focus on
exploring cultures and cultural groups (Reeves et al, 2013). Ethnography is a method in
which the researcher lives amongst, or is immersed in, the culture and lives of the people
that they are researching (Morgan Trimmer & Wood, 2016).
Richards and Morse (2007) explain that ethnography is usually commenced by people who
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are not part of the same cultural group, as the researcher position is external to the group
being studied. This view is, however, challenged by Matthews and Ross (2010) who suggest
that the researcher can be associated to the culture to be studied although they must be
mindful of this link. Being part of someone’s life and their culture for the purpose of a
research study can be complex with the potential for conflicting purpose and loyalties
(Hammersley and Atkinson, 2007). The extent to which the role of the ethnographic
researcher is known by participants may vary between research studies and can be covert
or overt. The researcher is, as Parahoo (2006) explains, the main instrument of data
collection with information drawn from as wide a range of sources as legal and ethical
boundaries will allow. The ethnographic method relies upon observing the phenomenon and
recording it through a series of field notes, diaries, photographs, and conversations. Where
the additional identity of a practitioner–researcher is added, there is potential for further
complications and conflict with the values of professional codes of conduct (NMC, 2018).
Professional codes of conduct for nursing require such values as honesty, integrity and
trustworthiness, which may prove at odds with covert ethnography. Whilst the ethnographic
method can yield thick, rich data, Bryman (2012) refers to the approach as unstructured with
little indication as to when data gathering should end, with the potential that there is a need
to return to the field later. The ethnographic approach has been discounted for this research
project; as this research study is not seeking to understand or study a culture. In addition to
this, the position of a practitioner as ethnographer is likely to be viewed with suspicion by
practitioner participants. In addition, there are a number of ethical considerations as to the
role of the ethnographer–researcher in observing sensitive clinical practice.
Ethnography has been rejected for this study. It is not a suitable approach to address the
research question, as the role of the CNLD in supporting adults to access secondary
healthcare is not realistically observable.
3.4

Quantitative Methodology

In contrast to qualitative research, quantitative research is a means for testing objective
theories by examining the relationship among variables (Polit and Hungler 2013; Moxham
2012). A variable is a factor that can be controlled or changed in an experiment (Wong,
2014). The word quantitative implies quantity or amounts. Information collected in the course
of the study is in a quantified or numeric form (White and Millar 2014). This is referred to as
statistical evidence (White and Millar 2014).
Quantitative research falls into four main designs, they are correlation, experimental, quasi
experimental and descriptive (Borbasi and Jackson 2012; Burns and Grove 2009).
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Correlational research design investigates the interrelationship amongst variables of interest
without any active intervention on the part of the researcher (Polit and Hungler 2013).
Experimental research is systematic and objective, particularly in trials, known as a
Randomised Controlled Trials or RCT’s. They are considered as the ‘gold standard’ in
research evidence (Hamer and Collinson 2014 p.19). In experimental research the
researcher controls the independent variable and randomly assigns subjects to different
conditions. Quasi experimental research is less powerful than experimental due to the lower
level of control (Burns and Grove, 2009). The researcher manipulates an independent
variable, but subjects cannot be randomised (Polit and Hungler 2013). Descriptive research
is the truthful portrayal of the characteristics of individuals, situations, or groups and the
frequency with which certain phenomena occur using statistics to describe and summarise
the data (Polit and Hungler 2013). The choice of design should allow the variable to be
measured or manipulated in the study (Burns and Grove 2009). Before a study can
progress, the investigator will usually clarify and define the variables under investigation and
specify how the variable will be observed and measured in the actual research situation
(Polit and Hungler 2013). This is known as an operational definition (Polit and Hungler 2013;
Nieswiadomy 2012).
Parahoo (2006) defines the positivist, quantitative approach as aligned with the natural
sciences, concerned with stating a hypothesis and applying a predefined method of data
collection and analysis which leads to the generation of findings presented in a numerical or
statistical style. Quantitative research methods therefore refer to data that are gathered
using “predetermined” instruments such as questionnaires, although data can also be
obtained through, for example, experiments. Quantitative research methods are
characterized by the fact that these data are being subjected to statistical analyses
(Cresswell, 2003). Furthermore, Watson (2015) argues that quantitative research
encompasses a range of methods concerned with the systematic investigation of social
phenomena, and it sets out to analyse data for trends and relationships and to verify the
measurements made.
3.5

Multiple Methods Research

Many researchers have attempted to provide definitions of multiple methods research, with
some inconsistency between the definitions offered. Key researchers in multiple methods
research have defined multiple methods studies as using both qualitative and quantitative
approaches as the research methodology of a single or multistage study (Tashakkori &
Teddlie, 1998). More recently Creswell (2015) defined multiple methods research as:
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‘an approach to research in the social, behavioral, and health sciences in which the
investigator gathers both quantitative (closed-ended) and qualitative (open-ended) data,
integrates the two, and then draws interpretations based on the combined strengths of both
sets of data to understand research problems’ (p.2).
In the latter definition, there is an integration between methods. Bryman (2006) distinguishes
between integrating research, where two methods produce two sets of data, which is the
method that this research study has adopted and integrating data where a single method
produces both quantitative and qualitative data.
Multiple methods research is of increasing significance to nurses internationally and in what
has been proclaimed as the ‘third methodological movement’ it usually utilises components
of both quantitative and qualitative methods in the same research study (Hall 2012, Moule,
Aveyard & Goodman 2017). It is progressively being recognised as useful in nursing
research in particular to support the development, implementation, and evaluation of
interventions (Doyle 2015). Approaches taken to data collection within multiple methods
research may be described as exploratory, explanatory, or convergent (Pluye & Hong 2014).
In the convergent approach, both key elements (qualitative and quantitative) occur
simultaneously. Multiple methods research can supplement first phase quantitative research
with in-depth qualitative exploration, thus illuminating key aspects of the phenomena under
scrutiny (Doyle 2015). This is known as explanatory research. In explanatory multiple
methods research, the qualitative findings are used to substantiate quantitative findings
(Pluye & Hong 2014). Conversely, within exploratory research the qualitative element
precedes, and helps to develop the quantitative data collection tool (usually a survey) that
follows (Pluye & Hong 2014, Doyle 2015). Exploratory qualitative research can underpin the
development of hypotheses or confirm the presence of the experience or phenomenon and
make results more generalisable (Doyle 2015). When both qualitative and quantitative
methods are used together in multiple methods research, the required effect is that one
approach synergistically enhances the other (Moule & Goodman 2014). Thus, the
combination may provide contrasts and comparisons among findings through triangulation of
different perspectives on the same issue. This research study is an exploratory research
study, in which the qualitative stage informs the quantitative data collection tool, as already
stated, due to the lack of research in this area, this research design was deemed as most
appropriate. This allows researchers to obtain different but complementary data on the same
topic (Morse, 1991) in order to fully answer the research question.
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However, there are some challenges that researchers need to aware of. As multiple
methods research uses both qualitative and quantitative methods, the research is a
combination of different ways of interpreting reality, thus representing opposing paradigms
(Reed et al. 2016). While qualitative research may be categorised within the interpretivist
paradigm (seeking to subjectively understand), and quantitative within the empiricist
(seeking to objectively measure), Bresson et al (2017) argue that there is also little
agreement on a term for joint categorisation to accurately encompass the multiple method
research design. Consequently, often multiple methods research is considered within a
pragmatic paradigm (Creswell & Plano Clark 2011).
Pragmatism is concerned with a ‘conception of truth’ and with ‘what works’ (McDermid 2008,
p.154). However, pragmatism cannot fully embrace multiple methods research as seminal
contributors John Dewey (1859–1952) and Immanuel Kant (1724–1804) strongly opposed
empiricism (McDermid 2008). Indeed, contributors to pragmatism sought to reform ‘the
tradition of empiricism’ and suggested empiricism's ‘abolition’ (McDermid 2016, p. 1).
Multiple methods research requires a suitable paradigm that effectively reflects both an
empiricist and interpretivist outlook, but there is still disagreement over what ‘constitutes an
appropriate paradigm’ (Hall 2012). It seems unusual that given this background, that multiple
methods research has been described within the healthcare research evidence base as
pragmatic (Polit & Beck 2012).
O’Cathain et al (2008) report that there is little or no use of justification in the literature for
using a multiple method approach to research. They recognised that whilst most multiple
methods studies were completed successfully, researchers mainly overlooked multiple
methods design and described only the separate components of a study. Interestingly, some
of the literature about the use of multiple methods revolves around why and when to use
multiple methods research. Creswell & Plano Clark (2007) assert that researchers tend not
to effectively explain what they mean when they embrace the idea that the methods should
match the problem. They further assert that the use of multiple methods research depends
on the situation in which multiple methods research is the preferred way to address the
problem. Other researchers argue that the multiple method approach is invaluable, in that it
allows for adjustments and to refine each subsequent stage following findings from the
previous stage (Mafuba and Gates, 2012).

Sequential multiple methods need to be approached from a position that is impossible for
one research method to be able to provide a complex view of the phenomena (Sandelowski,
2000), this is often common in learning disability nursing research (Mafuba and Gates,
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2012). The use of sequential multiple methods was deemed essential for this research
study in order to capture the context and complexities associated with the experience of
CNLDs. The research approach used in stage one of this research study was qualitative, this
first qualitative stage was needed due to the lack of literature around the role of the CNLD. It
has also been noted that this multiple method approach has enhanced validity, through data
confirmation (Campbell and Fiske, 1959).

This exploratory qualitative stage allowed for rich data from a smaller sample size. Stage two
used a quantitative data tool which was developed from the data obtained in stage one of
the research study. This quantitative stage allowed for a much larger sample size, which
would confirm the findings from stage one, and generalise the findings to all CNLDs
practicing in Wales. It allows the researcher to organise the strengths and non-overlapping
limitations of quantitative methods, such as large sample sizes and the ability to generalise,
with those of qualitative methods, such as small samples and rich, valuable data.
Additionally, choosing to use a mix of both qualitative and quantitative research is
considered a good strategy to address the complexity of healthcare research questions
(Sandelowski 2014, Reed et al. 2016). Doyle (2106) describes multiple method research
design as putting the ‘meat on the dry bones’ of quantitative research, by offering a more
detailed explanation and essential validation of the research findings (Doyle 2016, p. 4).

This research study adopted multiple methods design because, put simply, one approach
would have been insufficient by itself to address the research question. Using a multiple
method two stage design will allow a more complete picture to be provided through
conducting a qualitative stage to gain rich in-depth picture of participants perspectives, and a
quantitative stage which provides trends and allows for generalisations. In addition, a
multiple method approach will enhance the research study with a second source of data.
The quantitative approach used in stage two of this research involves a quantitative data
collection tool (survey) which will be given to all CNLDs in Wales. It was important to include
a second quantitative stage to this research as this was needed to complement stage one.
Stage one is a qualitative exploratory stage which was needed due to the paucity of the
research in this area. The information generated from stage one of the research was used
to inform the content of the quantitative stage two survey. This quantitative stage was used
to generate data that will validate the qualitative results from stage one and allow the results
to be generalised across a pan Wales basis. It is evident that this research study does
require a second stage which will provide both descriptive and inferential statistics. This
second stage will enhance the identification of the themes identified in stage one. It was
important to explore the field of study qualitatively first. Using a qualitative approach
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provided an effective exploration of the research question but such exploration would not
have answered the research question effectively, and the second quantitative research was
needed to further answer the research question and, in this case, to develop the data
collection instrument.

This exploratory research two stage study uses a multiple method approach; this will be
discussed in more detail in the next section.
3.6

Research Design: Stage One

This is an exploratory study, as the role of the CNLD supporting people with learning
disabilities access secondary healthcare had not yet been defined. During stage one of the
research, qualitative interviews were used in order to gather rich data around what could be
deemed as an emotive or sensitive topic, when at times the healthcare provided to people
with learning disabilities was not deemed appropriate with adverse consequences to the
individual. Therefore, stage one of this research study involved a qualitative design. The
overall research question that this two stage, multiple methods study seeks to address is:
‘Do community learning disability nurses (CNLDs) support adults with learning disabilities in
Wales to access secondary healthcare?’

The specific objectives for stage one of the study are:


To examine the support that is provided by CNLDs for adults with learning disabilities
who access secondary healthcare in Wales.



To identify barriers in accessing secondary healthcare and how these are overcome
and removed by the CNLD.

3.6.1

Data Collection

Stage one of the study employed a critical incident technique embedded within a qualitative
interview design. Critical Incident Technique is a
‘systematic, inductive, open- ended procedure for eliciting verbal or written information from
respondents’ (Norman et al 1992. p592). It involves the collection of data in the form of
factual accounts of actual events, activities or role behaviours ‘which affect the outcome of
[a] system or process and are memorable to those involved in the system’ (Schluter et al.
2007, p.108).
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According to Flanagan (1954) critical incidents are specific episodes of care that have
influenced an outcome. In the context of this study this might mean (for example) introducing
reasonable adjustments, providing accessible appointment letters or supporting issues
around consent or capacity that has made a person with a learning disability have a more
positive experience when accessing secondary healthcare. However, it should be noted that
critical incidents may encompass non- events or the emergence of multiple events in the
mind of the participant (Norman et al. 1992; Schluter et al. 2007). In relation to this study,
this may mean that a critical incident involves a positive outcome for the person with a
learning disability and will allow the CNLD to reflect on various aspects of their practice. It
may have been that previously they have attached very little importance to the incident;
however, on reflection they are able to identify the positive experience for the person with a
learning disability. This is advantageous in that this approach may capture the invisible
aspects of practice that were previously unrecognised and raise issues that are pertinent to
practitioners (Rolfe 1998).
Critical incident technique has been used to investigate a range of nursing issues that,
widely speaking, fall within three areas: nursing practice/management, (Persson &
Martensson 2006, Wolf & Zuzelo 2006, Schluter et al. 2007); nurse education, (Sile n
́ Lipponen et al. 2004a, 2004b, Bradbury-Jones et al. 2007a, 2007b, Irvine et al. 2008) and
patient care, (Kent et al. 1996, Kemppainen et al. 1998, Aveyard & Woolliams 2006, Hensing
et al. 2007). Critical incident technique has been used in nursing research to facilitate
understanding of role and interactions across multiple settings, and addresses nursing
complexity more rigorously than in-depth interviews (Kemppainen 2000).
Flanagan’s description of the principles of critical incident technique corresponds with the
attributes of qualitative research. Specifically, critical incident technique research takes place
in a natural setting; the researcher is the key instrument of data collection; data are collected
as words through interviewing, participant observation, and/or qualitative open-ended
questions; data analysis is done inductively; and the focus is on participants’ perspectives
(Creswell, 1998).
Keatinge (2001) asserts that several studies that have used critical incident technique have
highlighted the versatility and flexibility of the method. These studies have also created
awareness that clinical nurses find this method an appropriate and effective tool through
which to reflect on and describe their practice. In the research conducted by Keatinge (2001)
it can be seen that using this technique enabled nurses to reflect on, describe the meaning
they attributed to, and identify the outcome of their practice. It is clear that this research
method provides a mechanism that is more about researching ‘with’ than researching ‘on’
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clinical nurses when describing their practice.
Norman et al (1992) explain that most researchers who have used the critical incident
technique, have collected incidents which are extreme illustrations of effective and
ineffective performance, in the belief that this will result in a more complete description of the
subject of the research. Seeking incidents of both extremes will also overcome the tendency
of some respondents to recount only positive or effective incidents when given free choice
on the type of incident to report.
According to Andrew et al (2004), emphasising both extremes will help overcome the
problem that some aspects of nursing activity may be more easily noticed, or indeed only
noticed at all, when performed ineffectively, negatively or possibly not performed at all.
When managing a clinical caseload, it is sometimes difficult to reflect on experiences that
went well with positive outcomes for the client, nurses may tend to focus more on
improvements they could of made. Therefore, by using this approach, it is felt that it allowed
the CNLD to think of both positive and negative experiences which in turn allowed me to
explore their role in more depth.
The use of critical incident technique is thought to minimise rhetoric and opinion by requiring
participants to ground their responses in events they have actually experienced (Flanagan,
1954). Essentially, participants had the opportunity to describe specific experiences they
have had with secondary healthcare as opposed to providing their own personal perspective
on how they think their role should be perceived. Also, by focusing on real events, any
constraints or limitations within which nurse’s work will be acknowledged (Narayanasany &
Owens, 2001).
There are five steps involved in critical incident technique (Flanagan 1954). Within this study,
the first step was to identify the aim of the study and the research question. Careful
identification of the study’s aims is essential due to the influence on data collection and
analysis. Important in any research, the aim is fundamental to critical incident technique as
relevant key events will only be elicited through clarity in the overall aims. As already stated
above there were clear aims stated for both stage one and stage two of this research study.

The second step of critical incident technique in this research study was to ascertain the
types of incidents or events to be collected. To confirm precise and accurate accounts of
behaviour are collected, Flanagan (1954) recommended that the incidents collected are
significantly effective or ineffective, as it is widely accepted that atypical incidents are more
simply recalled and notable than those that occur during standard clinical practice. This also
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applies in clinical practice where research has shown that expert nurses operate from a
deep understanding of the total situation (Benner 1984) in which the more experienced that
nurses become, the tougher it is to explain why they made a particular decision in their
practice. It is evidenced that nurses may say, ‘I just knew something was wrong’, and
Benner (1984) explains that this is due to experienced nurses not being aware of the
features and rules of a system, providing an explanation as to why nurses may be unable to
recall everyday standard practice. Critical incident technique has been used in nursing
research to generate data demonstrating experiences or perceptions of aspects of best and
worst practice (Byrne 2001). However, if standard incidents are required, the researcher may
need to use strategies such as a pre-data collection to assist in participants’ recall of
standardised incidents (Schulter et al, 2007).

Fitzgerald et al (2008) explain that the recollection of the features of the experience is
improved if the participants know in advance what they will be talking about. Therefore, prior
to the interview (at least one week), the participant was provided with a selection of positive
and negative statements (please see Appendix Three) which allowed them to reflect on their
experiences. The statements were developed from the review of the literature and then
further refined via a small pilot involving band 7 community nurses that had some
involvement in liaison with secondary healthcare. By giving the participants the statements
prior to the interview it gave them time to reflect and steer their thoughts. It also gave
participants control over their interview, which hopefully minimised any stress for them.
However, it was noted that there was a risk of the participant experiencing some emotional
stress during this stage, the experience may have been challenging or there may have been
a negative outcome. This was considered, and participants were offered advice and support
as per risk assessment management plan (which can be found in Appendix Four).
The third step, which was data collection could have been undertaken in a number of ways.
Fitzgerald et al (2008) report that the gold standard for data collection using critical incident
technique is the one-on-one interview. In-person qualitative interviews, these could be in one
person or a as a focus group, allow the interviewer to read non-verbal communication signs
from participants and use these to probe for further in-depth responses and is probably the
most frequently used critical incident technique data collection method in the nursing
literature (Bott & Tourish, 2016). Direct observations and recording are effective when
investigating explicit behaviour, but are less appropriate for unseen behaviours, such as
cognitive activities like clinical decision-making or planning. Open-ended surveys can be
posted or e-mailed and can cover a large number of people within an organisation. The
benefits of surveys include the respondent being able to consider their responses and also
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remain anonymous. However, it is possible that the time it takes to adequately describe and
compile events might be off putting to some participants and result in them either avoiding
the study or simply providing inadequate details for a successful critical incident technique
study. Moreover, surveys also prevent probing questions from being asked of participants
which can limit the depth of responses.
The qualitative or semi-structured interview was chosen for the study as it maximised the
opportunity to gather rich data from the participants and also gave the opportunity to clarify
any meanings during the interview. However, it should be noted that in studies where direct
observation of the incident is not employed, such as interviews or questionnaires, there is
potential for the participants’ perceptions of the events to be distorted because of the
retrospectivity of the situation (Guba & Lincoln 1981). However, the individual interview
format was seen as an appropriate method of data collection because it allows for greatest
opportunity for discussion than other methods. Perry (1997) suggests that the recollection of
events by participants is a form of reflective practice and is therefore one of its strengths.
Reflection occurs when the anticipated outcome has not materialised and, as a result, the
practitioner must determine why things were different than expected. In this instance, CNLDs
were encouraged to reflectively recall their role in supporting their client access secondary
healthcare. Additionally, Schluter et al (2007) suggest that interviews are aligned with the
oral culture that is found in nursing practice. Talking in person rather than writing answers in
questionnaires may be the preference of many nurses.
Flanagan (1954) explains that the accuracy of the technique depends on the ability of the
researcher to tease out precise and accurate behavioural descriptions. When using critical
incident technique, the interviewer’s role is to assist participants to be as specific as possible
in their description of particular incidents. However, the critical incident technique literature
typically does not provide detailed information on effective interview techniques despite
many authors citing the importance of the questioning technique. However, in order to
maxmise the data quality in the qualitative interviews, an interactive-relational (I-R) (Chirban,
1996) was used. This approach encompasses five components: self-awareness,
authenticity, attunement, personal characteristics and new relationship. Using the I:R
approach in conjunction with the critical incident technique was found to improve the quality
of the information gained from participants during this study. Self-awareness is essential for
the interviewer because the degree to which the interviewer can differentiate his or her
perspective from that of the interviewee is crucial in being able to obtain accurate and
reliable data (Chirban 1996). Attunement ensures that a sense of richness and insight is
gained from the interview by going beyond the answers, to explore the context, situation and
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experience of the interviewee (Chirban 1996). While not unique to critical incident technique,
this skill is particularly noticeable in critical incident technique studies aimed at exploring
clinical practice.

Developing a supportive relationship with participants is imperative in critical incident
technique interviews that have the declared intention of eliciting ‘best’ and ‘worst’ events in
health care. Participants need to be supported in their disclosure of incidents that may have
had less than optimal outcomes and about which they may be sensitive. The emphasis that
the I:R approach places on attunement and developing a relationship with participants is an
important aspect of a successful study using critical incident technique (Schluter et al, 2007).
The interviews in this study involved a brief introduction describing the purpose or aim of the
study: “I am trying to explore how the CNLD support adults with learning disabilities access
secondary healthcare”. Participants were asked to recall specific incidents (five or six in
total) linked to the statements that they had been provided with previously. (The list of
statements can be found in Appendix Four). They were encouraged to reflect on the
statements to recall specific incidents of supporting individuals to access secondary
healthcare. Once the participant had identified an incident, to promote consistency, the
following probing questions were used if the participant has not already answered them:


What were the circumstances leading to that event?



Exactly, what did you do?



What was the outcome for the person with learning disabilities?

Rous and McCormack (2006) advocate the use of the above specific questions to help elicit
critical incidents and provide consistency across all interviews. The participants were asked
to discuss clients that had previously been part of their caseload or part of their existing
caseload.

When using qualitative interviews as the main data collection method, it is important to
ensure that the information participants provide contains adequate description and depth so
that rich understandings and deep meanings can be drawn out (Schulter et al, 2007). Some
people may have difficulty in expressing these meanings and it is for this reason that
sampling until data saturation is important. During this research study it was noted that at
times, not all CNLDs had the ability to express themselves and articulate their practice.
Some CNLDs found it hard to respond when asked why they felt a certain way and needed
further probing. The use of probing questions offered by Rous and McCormack (2006)
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helped to overcome this hurdle as the probing questions were much more direct and offered
the participant much more direction in terms of the question being asked. The collection of
50 or more incidents allows for the difference in participants’ ability to express themselves
and should ensure an adequate amount and sufficient quality of usable data is gathered. If
other data collection techniques were utilised, such as direct observation, the number
incidents that need to be collected may be less as only usable events would be recorded by
the data collector.

Prior to stage one interview, there were three pilot interviews conducted. This gave an
indication of whether the probing questions and interview technique would elicit the required
information from future participants. These pilot interviews were conducted with band 7
CNLDs who had some experience in supporting access to healthcare, and the data from
these interviews was not included in the data analysis stage.

3.6.2

Sampling & Participants

The sample size for a critical incident study should be based on the number of critical
incidents rather than the number of participants (Schluter et al, 2007). Twelker (2003)
recommends that no less than 50 incidents be collected; however, placing an exact number
on the number of incidents to collect will not be known until preliminary analysis commences
and the quality of the data is ascertained. Additionally, the number of incidents will vary
depending on the complexity of the research question. Therefore, the sample size for this
research study was difficult to determine in advance. Theoretically, sampling should continue
until saturation is reached, i.e., a point at which the addition of new incidents contributes no
new information for the analysis.

There was an initial aim to recruit a total of fourteen nurses to take part in the qualitative
interviews. There are seven health boards in Wales providing acute care services, with five
of these health boards providing specialist services for people with learning disabilities. One
health board also provides specialist learning disability services to two other health boards.
In order to capture any differences between health boards in services provided two
community learning disability nurses (band five or six) working in the geographical area
covered by each of the seven health boards providing acute services were recruited. This
meant that 6 nurses were recruited from within one health board (that provides services to
three health boards) learning disability services and the total number recruited was therefore
fourteen. It was decided that no band seven nurses would be invited to participate at this
stage as their work tends to be more strategic and managerial, and the study is concerned
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with the experiences of nurses that are working clinically with a caseload. Other inclusion
criteria included that the nurses should be working as a CNLD in a community learning
disability team and carry a clinical caseload. They should also have experience of liaising
with secondary healthcare within the last two years.

Access was gained via the lead nurse for learning disability nursing for each health Board
and information was disseminated via email from the lead nurse to CNLDs, with a participant
information sheet attached, outlining the aims and methods of the study and inviting them to
participate (please see Appendix Three). The email explained that at this stage there was an
aim to recruit two nurses from each health board and CNLDs should contact me directly via
email if they were interested in participating or had any questions. The nurse was required to
complete the reply slip (please see Appendix Six), attach it to an email and return to me.
Please see Appendix Seven for information on the process of recruiting CNLDs for the
qualitative interviews.
All fourteen participants met the inclusion criteria outlined in Table 3.1, as discussed in the
participant information sheet (Appendix three).
Inclusion Criteria
Participants should:
• Be a Registered Learning Disability Nurse
• Be practising in Wales
• Be practising in a community team, and carrying a clinical caseload
• Have experience of liaising with secondary healthcare within last two years
• Be a Band 5 or Band 6 nurse
Table 3.1 Stage One – Participant Inclusion Criteria

There were 14 interviews conducted with the mean interview length being 66 minutes, and
the total length of data collection was 929 minutes across all 14 interviews conducted.
During the interviews (n=14) conducted, there were 74 critical incidents recorded. During the
interviews, data saturation was achieved. Whilst participants were able to recall and discuss
different incidents, there were no new aspects of the role of the CNLD emerging. It was
therefore judged that data saturation had been achieved.
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3.6.3 Data Analysis
Thorne (2000) characterised data analysis as the most complex phase of qualitative
research, and one that receives the least thoughtful discussion in the literature. Data
analysis conducted in a systematic approach can be transparently communicated to others
(Malterud, 2001; Sandelowski, 1995). Qualitative researchers often omit a detailed
description of how analysis is conducted within published research reports (Attride-Stirling,
2001; Tuckett, 2005); however, many have argued that researchers need to be clear about
what they are doing, why they are doing it, and include the methods used for data analysis
(Braun & Clarke, 2006; Malterud, 2001; Thorne, 2000). If readers are not clear about how
researchers analysed their data or what assumptions informed their analysis, evaluating the
trustworthiness of the research process is difficult.
According to Sandelowski and Barroso (2003) research findings can be placed on a
continuum indicating the degree of transformation of data during the data analysis process
from description to interpretation. The use of qualitative descriptive approaches such as
descriptive phenomenology, content analysis, and thematic analysis are suitable for
researchers who wish to employ a relatively low level of interpretation. This contrasts with
grounded theory or hermeneutic phenomenology, in which a higher level of interpretive
complexity is required. It is noted that there are different views with respect to the meaning
of description and interpretation in qualitative research, depending on the methodological
approach. Many researchers believe that both descriptive and interpretative approaches
entail interpretation, even if the interpretive component is downplayed or masked in
discussions of its broader narrative and exploration (Sandelowski, 2010). The value of
qualitative description lies not only in the knowledge that can originate from it, but also
because it is a vehicle for presenting and treating research methods as living entities that
resist simple classification and can result in establishing meaning and solid findings (Giorgi,
1992; Holloway & Todres, 2005; Sandelowski, 2010).
Nursing researchers frequently use qualitative content analysis and thematic analysis as two
analysis approaches in the qualitative descriptive study. However, because the boundaries
and the division between the two have not been clearly specified, they are often used
interchangeably and there is confusion about their similarities and differences (Sandelowski
& Leeman, 2012), as well as how researchers should choose between them (Braun &
Clarke, 2006). For instance, it has not been uncommon to find that qualitative content
analysis is classified as a type of narrative analysis (Sandelowski & Barroso, 2003; Sparker,
2005). Similarly, thematic analysis has sometimes been introduced as one part of
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phenomenology (Holloway & Todres, 2005) or even simply ignored in textbooks of
qualitative methods. Additionally, a lack of consistency and the absence of a clear boundary
between thematic analysis and qualitative content analysis, and other analytical qualitative
approaches, have resulted in the application of titles such as ‘phenomenological thematic
analysis’ (Sandelowski & Barroso, 2003) or ‘thematic content analysis’ (Green & Thorogood,
2004). Interestingly, much of the analysis presented in published papers is essentially
thematic but is either described as something else such as content analysis or simply not
identified as a particular method. For instance, it has been stated that data were subjected to
qualitative analysis for commonly recurring themes (Braun & Clarke, 2006), or there is a lack
of identification of the explicit methodological orientation (Sandelowski & Barroso, 2003).
Also, some researchers merely describe the use of qualitative data gathering techniques,
such as interviews and focus groups, and not enough effort is made to qualify individual
elements of methods other than signaling the data analysis process as either content or
thematic analysis (Sandelowski & Barroso, 2003). In this respect, there is a need to clarify
and introduce methodological approaches rarely identified as independent methods
(Sandelowski, 2010).
Thematic analysis is the chosen data analysis method for this research study as through its
theoretical freedom, thematic analysis provides a highly flexible approach that can be
modified for the needs of many studies, providing a rich and detailed, yet complex account of
data (Braun & Clarke, 2006; King, 2004). This is fundamental for this exploratory stage as
there is no existing evidence available in this area. As thematic analysis does not require
the detailed theoretical and technological knowledge of other qualitative approaches, it offers
a more accessible form of analysis, particularly for those early in their research career such
as myself (Braun & Clarke, 2006). However, whilst thematic analysis is flexible, this flexibility
can lead to inconsistency and a lack of coherence when developing themes derived from the
research data (Holloway & Todres, 2003). It is important to be mindful of this, especially as a
novice researcher.
Novice researchers who are relatively unfamiliar with qualitative methods may find that
thematic analysis is easily grasped and can be relatively quick to learn, as there are few
prescriptions and procedures (Braun & Clarke, 2006; King, 2004). Furthermore, Vaismoradi
et al (2016) explains that thematic analysis approaches benefit from transparent structures,
that with a defined sequence of analytical stages, provide researchers with clear and userfriendly methods for data analysis. Braun and Clarke (2006) and King (2004) argued that
thematic analysis is a useful method for examining the perspectives of different research
participants, highlighting similarities and differences, and generating unanticipated insights.
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Thematic analysis differs from other analytic methods that seek to describe patterns across
qualitative data – such as interpretative phenomenological analysis (IPA) and grounded
theory. Both IPA and grounded theory seek patterns in the data but are theoretically
bounded. IPA is wed to a phenomenological epistemology (Smith, Jarman, & Osborn, 1999;
Smith & Osborn, 2003), which gives experience primacy (Holloway & Todres, 2003), and is
about understanding people’s everyday experience of reality, in great detail, so as to gain an
understanding of the phenomenon in question (McLeod, 2001). To complicate matters,
grounded theory comes in different versions (Charmaz, 2002). Regardless, the goal of a
grounded theory analysis is to generate a plausible theory of the phenomena that is
grounded in the data (McLeod, 2001). It is argued that thematic analysis means researchers
need not subscribe to the implicit theoretical commitments of grounded theory if they do not
wish to produce a fully worked-up grounded-theory analysis.
The qualitative interviews were (with consent) digitally recorded and transcribed verbatim.
Analysis of the data is the fourth step in the critical incident technique process. In this
research study, stage one data was thematically analysed (Braun and Clarke, 2006).
Flanagan (1954) acknowledges that this step is less objective than the others, however it
should be noted that there have many various advances in qualitative methodologies and
the standards of rigour since Flanagan’s original work in the 50s. The critical incident
technique method is congruent with modern qualitative data analysis and can be subjected
to appropriate criteria for rigour.
Thematic Analysis (Braun and Clarke, 2006) was used to analyse the interviews. Table 3.2
Illustrates the six stages of Braun and Clarke (2006) thematic analysis.
Phase

Process

Result

1

Familiarization of Data
Read and re-read the
transcripts noting down initial
ideas and become immersed
in the data by focusing on the
‘life world’ of the participants
as well as ‘meanings’ and
‘patterns’ of their responses
(Burnard, 1991)
Generating Initial Codes
An initial list of codes from
the data set that have a
reoccurring pattern will be
generated. The coding
process will evolve; it will be
a cyclical process in which

Preliminary ideas
and detailed
notes

2

Comprehensive
list of codes in
table format,
which will capture
participants
responses.
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Reflective
Journal
List start codes in
journal, along
with a description
of what each
code means and
the source of the
code.

Audit

Comprehensive
list of codes and
how data
answers research
question.

Share 3 transcripts
with supervisory
team and compare
preliminary
ideas/codes. This
will ensure interrater reliability.

codes emerge throughout the
research process. This
cyclical process involves
going back and forth
between phases of data
analysis as needed until
satisfied with the final code.
3

Searching for Themes
The second phase of data
analysis will
involve the transcripts being
read ‘horizontally’, which
includes grouping segments
of texts between transcripts.
According to Polit and Beck
(2004) this will allow for
parallels to be made and will
aid in the development of
overarching themes and sub
themes. Schulter et al
(2007) explains that
comparing participant’s
comments about like events
is an important tool to get a
deeper understanding of
significant events. A table will
be developed which will
reflect the themes that fit the
data set, this will enable us to
review and refine codes if
necessary.

List of themes for
further analysis
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Will need to detail
how the codes
were interpreted
and combined to
form themes.
Health board
differences will
also need to be
noted.

Discussion with
supervisory team
around how
themes were
identified to ensure
validity and reduce
interviewer bias.

4

Reviewing Themes
The table containing potential
themes (phase 3) will be
reviewed. It may be that
some existing themes may
collapse into each other,
other themes may need to be
condensed into smaller units.

Coherent
recognition of
how themes are
patterned to tell
an accurate story
about the data.

Notes need to
include the
process of
understanding
themes and how
they fit together
with the given
codes. Answers
to the research
questions and
data-driven
questions need to
be well-supported
by the data.

To enhance validity
and prevent
potential
researcher bias,
before results at
this phase are
presented as a
thematic map
(provided it fits the
data set), the
supervisory team
will independently
co-examine data
extracts within
candidate themes
to determine their
consistency with
the theme. Their
result will then be
discussed before
necessary
adjustments (if
any) will be made
and the next phase
begin.

A comprehensive
analysis of what
the themes
contribute to
understanding the
data.

Each theme will
be explained in a
few sentences.

Supervisory team
will review collated
data extracts
against each
theme, this will
ensure academic
rigour.

The data will be read and reread to ensure the validity of
the individual themes and
how they connect to the data.
The themes detailed in each
table should accurately
reflect the meanings in the
data set. If this is not the
case, then the data should
be re-read in order to review
and refine existing codes.

5

Defining and Naming the
Themes
Each theme will be defined,
which aspects of data are
being captured, and what is
interesting about the themes.

Producing the Report
A ‘thick
The write up of the report
description’ of the
should contain enough
results
evidence that themes within
the data are relevant to the
data set. Extracts should be
included in the narrative to
capture the full meaning of
the points in analysis. The
argument should be in
support of the research
question. This will be detailed
in chapter four.
Theme 3.2 Stages of Thematic Analysis
6

It should be noted
why particular
themes are more
useful at making
contributions, and
especially being
fed into survey.

First, the analysis of the individual transcripts were read and re-read several times and initial
ideas were noted. By transcribing the interviews, myself, this also allowed time to familiarise
myself with the data. Whilst familiarising myself with data, initial preliminary codes were
noted. Second, initial codes were generated. An example of a transcript and initial coding
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is shown in Appendix Eight. Three of these transcripts were discussed in relation to
preliminary ideas and codes with the supervisory team. This is a cyclical process and as
they were revisited during the analysis stage. The process of coding is part of the analysis,
however, the codes at this stage were different to themes which were sometimes broader.
Third, by this point all data had been initially coded, and there was a long list of codes across
the dataset. The transcripts were read ‘horizontally’, which allowed grouping of segments of
texts between transcripts. This phase refocused the analysis at the broader level of themes,
rather than codes, and allowed for the development of different codes to form overarching
themes. An example of this grouping is shown in Appendix Nine. There was a discussion
with supervisory team around how the themes were developing. A theme captures
something important about the data in relation to the research question and represents some
level of patterns response (Braun and Clarke, 2006). Researcher judgement was used to
determine the themes using a degree of flexibility as explained by Braun and Clarke (2006).
Themes were generated on the basis of what is captured in relation to the research
question, ‘How do CNLDs support adults with learning disabilities to access secondary
healthcare’. However, prevalence was important, in that it was counted as the number of
participants who articulated a theme, across the entire dataset. This was applied consistently
across each of the interviews (n=14).
Fourth, the themes were then checked against the coded extracts, and then again, the entire
dataset. This then generated a ‘thematic map’ for analysis. This is shown in Appendix Ten.
This map was checked by the supervisory team independently to determine consistency.
Fifth, themes were ‘defined and refined’, ensuring that the essence of each key and sub
theme was not too broad or too complex. Sub themes are used as they provide structure to
the key themes, that are much broader and complex. The refinement of the themes is
shown in Appendix Ten.
Six, this was the final opportunity for analysis of the themes, and this meant producing
chapter four of this thesis to discuss the themes in addition to prominent extract examples
relating back to the research question and supporting evidence. Throughout stage six of the
analysis, the conceptual framework of the social model of disability was considered. The
final themes that emerged from this stage of the research are shown in Table 3.3.
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Proactive/

Therapeutic

Key

Preparatory

Relationships

Theme

Work
CNLD Referral

Co-ordination

Influencing
Healthcare
Outcomes

Direct client support

Communication

Advice &
Consultancy

Sub
Themes

Capacity &

Key Constant over

Promoting MDT

Awareness

Consent

time and settings

Working

raising

Person centred

Interpreting

Working between

Promoting use of

care

information

and across

Care Bundles

services
Facilitating

Knowledge exchange

Reasonable

Medication

Advocacy

monitoring

Adjustments
Risk

Supporting families &

Partnership

assessments

carers

working with acute
liaison nurse

Discharge
Planning
Table 3.3 Stage One – Key Themes & Sub Themes
The key themes and sub themes were used to develop the quantitative data collection tool
for stage two of the research study.
3.6.4

Rigour (Stage One)

A rigorous thematic analysis can produce trustworthy and insightful findings (Braun & Clarke,
2006); however, there is no clear agreement about how researchers can rigorously apply the
method. In order to ensure rigour, themes were checked and re-checked with the
supervisory team on a regular basis.
It was also essential during the analysis process to ensure that interpretations were neither
assumed nor overlooked. To me as the researcher it was important that my prior knowledge
of the role of the CNLD did not impact the interpretations. This became an important issue
during the study, as whilst conducting the qualitative interviews I was employed as a CNLD.
A technique used for data analysis to minimise any bias was through questioning every
comment made by the participant. Detailed questioning of each piece of information
prevented me from making any assumptions about the data. In addition, it also ensured that
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no data was overlooked, which can sometimes happen when the researcher is an expert in
the field. I feel that any prior knowledge I had served to deepen the understanding of
incidents that participants were recalling and describing. Schluter et al (2007) explain that
having prior knowledge of the situation should not be a limitation if bias is removed, rather, it
should be embraced and utilised to its full potential.
Throughout the data collection and analysis, a reflective journal was kept, this included a
self-critical account of the research process – this included internal and external dialogue. A
reflexive journal can be used by researchers to document the daily logistics of the research,
methodological decisions, and rationales and to record the researcher’s personal reflections
of their values, interests, and insights information about self, again this was especially
important as the researcher was in clinical practice at the time (Lincoln & Guba, 1985).
A reflexive diary entry was completed immediately after each interview, which assisted in the
analysis process. This diary entry summarised salient points and any questions that arose
which could be included in the next interview. Thus, not only did the reflexive account help
with analysis it also helped plan for the next interview and aid in reorientation when returning
to the interview transcripts (Miles and Huberman, 1994). Further details of what was
included in the reflexive diary can be found in Table 3.2.
Being a registered learning disability nurse and employed as a CNLD whilst completing
stage one of this research study gave me a greater understanding of contextual issues, and
gave me added insight as to why participants made certain decisions and an increased
understanding if the same decision was made repeatedly.
3.6.5

Ethical Considerations

Judkins-Cohn et al (2014) explains that informed consent is an essential part of the research
process. Consent for this research was given freely (voluntarily) with participants having
been given a good understanding of what was being asked of them. It was not anticipated
that there would be any issues in respect of a participant’s capacity to provide consent. In
acknowledgment of the fact that knowledge of the research details will enhance capacity to
make an informed decision, potential participants were provided with a ‘participant
information sheet’ (please see Appendix Five), which explained the aims and objectives of
the study, and what they would be required to do if they decided to take part in the study.
This was the first stage of the consent process. Potential participants were asked to express
an interest in taking part in the research by completing a ‘reply form’ (Appendix Six) and
returning to the researcher via email.
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Next, consent was sought via a written consent form (Appendix Eleven) which was signed by
the participant to confirm their understanding of the study details and willingness to
participate in the study. Any potential participant that did not meet the inclusion criteria was
thanked for their interest in the study and was excluded from participating in the interviews.
Participants were also reminded that they were able to withdraw from the research at any
time (Polit and Beck, 2004).

As well as the researcher, I am a clinical nurse. Tang (2006) asserts that occasions
whereby the researcher has multiple roles, such as clinician and researcher, the situation
must be handled carefully and reported honestly. To ensure that participants did not feel
coerced into participation, the information inviting them to take part in the research was sent
from the head of learning disability nursing within their employing health board and CNLDs
wishing to participate needed to contact the researcher direct. This meant that no contact
details were passed on to the researcher without the participants’ consent, and also, that
lead nurses did not know who had participated in the study. Thus, appropriate levels of
confidentiality were maintained for participants.

Furthermore, in order to maintain confidentiality, names of participants were not used in the
transcription of data, instead they were each given a unique number, in addition, all health
boards were given a unique non-identifiable letter.

The qualitative interviews were conducted at a venue chosen by the participant, which may
have been their place of work, or any other convenient venue that they requested. This
aimed to ensure minimal disruption to them. It was imperative that the setting allowed for
privacy, and this was taken into consideration when arranging the interview.

It should also be noted that all consent forms, transcripts, and surveys were stored securely
in a locked filling cabinet and all data stored on a computer, which is password protected.

As the researcher, I also had a duty to act on any potential unexpected disclosure which
could involve safeguarding issues during the interviews/surveys; this was acknowledged and
comprehensively explained to participants in advance (NMC Code of Conduct, 2018). In
addition, prior to their participation in the research participants were again verbally made
aware of my duty to report to the appropriate person/agency any safeguarding issues or
disclosure that constitute risk of harm to others or themselves, however, reporting would only
take place with the awareness of the participant.
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Formal ethical approval for stage one of the research study was received from the University
of South Wales’s Faculty of Life Science and Education Ethics Committee. The research
involved gathering data from NHS staff therefore NHS ethical approval was not required.
However, research governance approval was sought and obtained from the Research and
Development unit of each health board prior to recruiting participants and gathering data.

3.7 Research Design: Stage Two
Due to the nature of this research, and the lack of evidence around the role of the CNLD, it
was necessary to conduct qualitative research in the first instance to gather rich data in this
area. However, as with all qualitative research, the sample size was small and would
therefore not be representative of the CNLDs in Wales. Therefore, a second stage was
included to the research using a quantitative descriptive design in order to include all CNLDs
practising in Wales.
Stage two of this research study involved a quantitative design using a self-reporting survey
to collect data. Quantitative research is more closely associated with the positivist tradition.
Positivism offers assurance of unambiguous and accurate knowledge of the world (Corry et
al, 2019). Empirical evidence is gathered by using formal instruments to collect information
that is later analysed to identify emerging patterns and trends within the data (Polit & Beck
2011).
The objectives of stage two are as follows:


To explore the extent to which the activities identified during stage one interviews are
carried out by CNLDs.



To explore the influences on the role of the CNLD in terms of their geographical
location.



3.7.1

To explore the differences in the role of the CNLD depending upon salary grade.

Data Collection

A purposely designed 30 item survey was used to explore the extent to which the activities
discussed in stage one are undertaken by CNLDs in Wales, and hence to confirm or
otherwise the stage one findings. It also aimed to quantify any differences in the role of the
CNLD depending on salary grade or geographical location.
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The survey had a total of 30 questions in six sections each linked to the activities identified in
stage one. Questions required either a forced response or open comment from the
respondents. The survey was compiled with support and expertise from a statistician and
contained five- point Likert scales which measure the respondent’s level of frequency when
performing a specific activity (never, almost never, sometimes, almost always, always). A
Likert scale was used because of its sensitivity and ability to produce ordinal level data
(Bishop & Herron, 2014). There was a discussion with statistician in relation to using a 5- or
7-point likert scale. A five-point scale was deemed suitable, as this appeared simple to
understand for respondents, it takes less time and effort to complete, and respondents have
choices without becoming overwhelmed.
There was a need to include open-ended questions in the survey. Open-ended questions
have been shown to reveal critical comments that cannot be obtained using solely
quantitative surveys (Altschuler et al, 2008). This was especially important in this study as
the first quantitative stage only included a limited number of nurses, which were not
representative of CNLDs in Wales, and it would be likely that there would be other emerging
themes from these surveys.

A copy of the survey can be found in Appendix Twelve.

The reliability of a survey is concerned with the consistency to which the questions used
elicit the same kind of information each time the survey is completed. One estimate of
reliability in relation to a survey is test-retest reliability. This involves administering the survey
with a group of respondents and repeating the survey with the same group at a later point in
time. The two responses are then compared. On reflection it may have been prudent to carry
out this with this survey since whilst it was piloted with two different community teams, this
did not test the reliability of the survey. This will need to be acknowledged as a limitation of
the study.
3.7.2

The Pilot Study

The survey was piloted with two community teams in England and Scotland. CNLDs taking
part in the pilot study were asked to assess the face and content validities of the pilot survey.
A copy of the pilot survey can be found in Appendix Thirteen. Face validity is the degree to
which the survey appears relevant to the person taking the test. It sought to evaluate the
appearance of the survey in terms of feasibility, legibility, consistency of style and formatting,
and the lucidity of language used (Taherdoost, 2016). However, it is argued that face
validity is the weakest form of validity, due to the subjectiveness of the method (Oluwatayo,
2012). Content validity is defined as the degree in which questions in the survey are
underpinned by the existing evidence base and are validated by experts in the field (Straub,
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Boudreau et al, 2004).
The survey was judged to be valid by respondents during the pilot, and there were no
changes needed to be made to the survey. During the pilot stage, respondents were able to
report that it took them between 5 and 10 minutes to complete the survey. This information
was then detailed on the respondent information sheet to inform respondents of the time it
would potentially take them to complete the survey.
3.7.3

Sampling & Respondents

As this is a pan Wales research study, it aimed to survey the population of CNLDs employed
by NHS Wales. As the research was seeking to survey the population then power
calculations were not required. There are seven health boards in Wales providing acute
care services, with five of these health boards providing specialist services for people with
learning disabilities. As already explained one health board provides specialist learning
disability services to two other health boards. As the research focuses on promoting access
to secondary healthcare services, there was a need to include all health boards in Wales to
ascertain if there were any variations between the seven health boards. As only five of the
health boards provide specialist learning disability services there was a need to ask
participants the area that they were based in and not the employing health board.

There

were 114 CNLDs practising in Wales, a breakdown reflecting the seven health board areas
in Wales are illustrated in table 3.4 below.
Health board

Number of CNLDs

Health board A

13

Health board B

16

Health board C

15

Health board D

9

Health board E

36

Health board F

9

Health board G

16

Total number

114

Table 3.4 Number of CNLDs practicing in Wales at time of survey distribution
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Access was gained via the lead nurse for learning disability nursing for each health board
and information was disseminated via email from the lead nurse to the senior CNLD of each
team outlining the aims and methods of the study and inviting the nursing team to
participate. The email requested permission for myself to attend their monthly nurse team
meeting and if possible to contact the researcher to organise. The email included a copy of
the stage two ‘participant information sheet’ (shown in Appendix Further details of the
process for recruiting CNLDs for stage two can be found in Appendix Fourteen. To complete
a survey, the CNLD needed to meet the following inclusion criteria shown in table 3.5.
Inclusion Criteria
Participants should:
• Be a Registered Learning Disability Nurse
• Be practising in Wales
• Be practising in a community team, and carrying a clinical caseload
• Have experience of liaising with secondary healthcare within last two years
• Be a Band 5, 6, 7 or 8 Nurse
Table 3.5 Stage Two – Inclusion Criteria
In total, 114 surveys were distributed. Respondents were provided with a free-post envelope
to return the survey.
3.7.4

Data Analysis

The quantitative data were entered into SPSS (version 26) and analysed using descriptive
statistics. To ensure rigour, a random sample of data were cross checked with a peer
researcher. A large number of respondents provided a free text response. In order to analyse
this data, it was imported into Microsoft Word and thematically analysed. The thematic
analysis followed the same procedure as outlined in stage one.

The aim of the thematic analysis was to identify any further themes that had not been identified
in stage one.

The following statistical tests were used as part of the analysis of stage two:
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3.7.4.1 Spearman’s Correlation
Correlation analysis is both popular and useful in research, particularly in exploratory data
analysis (Xiao et al, 2016). It is a data exploration technique for identifying and revealing the
degree of association between one dependent variable and another one or more variables.
This information can be used for exploring and simplifying complex multivariate dataset and
indicate possible factors that confound a relationship of interest.
Spearman Correlation (rs) is a nonparametric or distribution free rank statistical measure of
the strength and the direction of the random monotonic association between two ranked
variables or one ranked variable and one measurement variable (Krzywinski & Altman,
2013). This statistic was appropriate to use for this research to look at the relationship or
correlation between the banding of the CNLD and the frequency that the CNLD completed
the activity. Results were considered to be statistically significant if the p value = less than
0.05.

3.7.4.2 Chi-square
The Chi-square statistic is a non-parametric (distribution free) tool designed to analyse group
differences when the dependent variable is measured at a nominal level. Like all nonparametric statistics, the Chi-square is robust with respect to the distribution of the data.
Specifically, it does not require equality of variances among the study groups or
homoscedasticity in the data (McHugh, 2013). It permits evaluation of both dichotomous
independent variables, and of multiple group studies. This statistic was considered
appropriate for this research to look at the association between the role/activity of the CNLD
and their banding. Results were considered to be statistically significant if the p value = less
than 0.05

3.7.4.3 Kruskal Wallis Test
The Kruskal‐Wallis (Kruskal & Wallis, 1952) is a nonparametric statistical test that assesses
the differences among three or more independently sampled groups on a single, non‐
normally distributed continuous variable. Non‐normally distributed data (ordinal or rank data)
are suitable for the Kruskal‐Wallis test. This statistic was considered suitable for this
research study to look at the geographical area of the CNLD, and the frequency that the
CNLD completed the activity. Results were considered to be statistically significant if the p
value = less than 0.05

92

3.7.5

Ethical Considerations

As with stage one, respondents were provided with a ‘participant information sheet’ (see
Appendix Fifteen), which explained the aims and objectives of the study, and what they were
required to do if they decided to take part in the study. This was the first stage of the consent
process.

Next, the participant information sheet indicated that the return of the completed survey
would be taken as implying consent, and this was also indicated on the survey itself. The
respondent was advised to complete the survey and return in the freepost envelope
provided.

This research required university ethical review and approval from the Faculty of Life Science
and Education Ethics Committee at the University of South Wales. The research involved
gathering data from NHS staff therefore NHS ethical approval was not required. However,
research governance approval was sought from the Research and Development unit of each
health board prior to recruiting respondents and gathering data.

As with stage one, all respondents in stage two were made aware of the anonymity strategy
in place in the thesis, publications, and other methods of disseminating the findings from this
research. In order to ensure confidentiality, the survey did not include any name details.
Also, if the surveys included any responses that may mean they could be identified, for
example, a hospital name or the name of a professional or team they were working with,
these were removed from the analysis and will not be included in the thesis or any
publications.

All personally identifiable data from the surveys are kept securely and separately from the
transcripts of the interviews and copies of the survey. All data that is entered on to the
computer is password protected, and any direct quotes used in either reports or publications
were assigned a pseudonym. This further promoted anonymity and confidentiality.
3.8

Researcher reflexivity

Reflexivity is usually associated with qualitative research methods. Polit and Beck (2010)
describe reflexivity as the process of reflecting critically on the self, and of analysing and
noting personal values that could affect data collection and interpretation. Reflexivity has
been widely used within qualitative research, particularly with regard to interviews, in
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recognition of the potential effects of interpersonal dynamics on the research. As a CNLD
myself, and having to interview peers, reflexivity was especially important to me.
However, this is a multiple methods study, and the use of reflexivity with quantitative
research methods is rare because of the philosophical dichotomy between qualitative and
quantitative research methods (Mauthner and Doucet 2003). Quantitative data collection can
be seen as a formal, objective, systematic process in which numerical data are used to
obtain information about the world (Burns and Grove 2005). The quantitative research
environment is closely controlled, and researchers take care to minimise the risk of bias, not
least through trying to be external, objective observers. Reflexivity is usually seen as
unnecessary because it adds nothing to the collection of factual quantitative data. Moreover,
it has been suggested by Ryan and Golden (2006) that being reflexive in quantitative
research has been seen as a weakness, since it has the potential to undermine control
measures underpinning quantitative research's validity.
As already explained in this chapter, in stage two of this research study, data was obtained
using a quantitative method. However, I decided to maintain a reflexive approach throughout
stage two for several reasons. First, this maintained a consistent approach to data collection
and analysis across both stages of the study. Being open to previously unseen insights
emerging from the research process by means of reflexivity, even when using quantitative
methods, seemed in keeping with the exploratory nature of this research study, which was
essentially inductive. From the outset of the study, the supervisory team agreed that keeping
a reflexive diary would benefit the research study. Furthermore, a PhD is about more than
completing research - it is about equipping the researcher with a set of ultimately
transferable skills. Recording such professional change and growth in a research diary
accords well with the concept of promoting an understanding of self in context (Rolfe and
Freshwater 2001).
Therefore, a reflexive diary was completed for both stage one (qualitative) and stage two
(quantitative) of the study. The diary added a further dimension to the research by allowing
critical consideration of the research study. It also provided the opportunity to record and
evaluate my reactions, thoughts and feelings during this time.
Thoughts arising from experiences of conducting both stages of this research are presented
and considered throughout this thesis by referring to extracts from the reflexive account. As
the key themes and data are presented in this thesis, a picture of myself reflecting during the
research, and on the process of the research, emerges.
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3.9 Summary
This chapter has discussed methodological options and identified a sequential multiple
methodology as appropriate for this PhD study. As there has been no research conducted to
date which looks at the role of the CNLD when supporting adults to access secondary
healthcare, a qualitative approach was needed to obtain rich data around this subject. A
quantitative approach was then needed to validate the qualitative data and allow a more
representative sample of CNLDs practising in Wales.
Recognition of the evolution of critical incident technique from Flanagan (1954) to Schulter et
al (2008) identified that this was an appropriate method of qualitative data collection for this
study. Critical Incident Technique is a versatile and flexible approach, and other studies
(Keatinge, 2002) have highlighted that it allows nurses to reflect on, describe the meaning
they attributed to, and identify the outcome of their practice. It is clear that this research
method provides a mechanism that is more about researching ‘with’ than researching ‘on’
clinical nurses when describing their practice. The data gathering method of qualitative
interviews ensured that data gathering remained relevant and disciplined whilst gaining and
responding to rich and detailed emerging data.
The detailed use of thematic analysis (Polit and Beck, 2004) during stage one of the
research study in order to develop a quantitative data collection tool for stage two was
essential. The themes derived from stage one interviews using the chosen methodology,
method and data analysis techniques are discussed in the next chapter. Chapter four
introduces and discusses the themes identified in stage one of the study.
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4.0

Chapter Four: Stage One Findings

4.1

Introduction

This first chapter of findings outlines the key and sub themes generated from the qualitative
interviews carried out in stage one of this research study. The main objectives of stage one
of the research study are:


To examine the support that is provided by CNLDs for adults with learning disabilities
who access secondary healthcare in Wales.



To identify barriers in accessing secondary healthcare and how these are overcome
and removed by the CNLD.

The choice of methodological approach, already discussed in chapter three, employed a
critical incident technique embedded within a qualitative design. Critical incident technique
supported the qualitative interviews to generate initial themes that would underpin the
development of the quantitative survey.
The following sections will discuss the data from stage one in the context of the conceptual
framework. Each theme is explored and discussed and excerpts from transcript data are
used to illustrate the dialogues apparent, representing each theme or sub theme. Each
quote will list a letter (A-G) which to relates to the geographical area that the CNLD works in,
and the number refers to the interview number (1-14).
4.2

Characteristics of Participants

The 14 participants included both male (n= 3) and female (n=11) CNLDs that were practising
in Wales as either a band 5 (n=2) or band 6 (n-12) CNLD. Each of the participants had over
five years’ experience of working in a community learning disability team and experience of
supporting individuals to access secondary healthcare within the last two years.
4.3

Key Themes & Sub Themes

Key themes and subthemes that emerged from the interviews are shown in Table 4.1
overleaf. Each of the key themes and sub themes will be discussed in turn.
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Key
Theme

Sub
Themes

Proactive/
Preparatory
Work

Therapeutic
Relationships

Co-ordination

Influencing
Healthcare
Outcomes

CNLD Referral

Direct client support

Communication

Capacity &
Consent

Key Constant over
time and settings

Promoting MDT
Working

Advice &
Consultancy
Awareness
raising

Person centred
care

Interpreting
information

Facilitating
Reasonable
Adjustments
Risk
assessments

Knowledge exchange

Working between
and across
services
Medication
monitoring

Supporting families &
carers

Promoting use of
Care Bundles
Advocacy

Partnership
working with acute
liaison nurse

Discharge
Planning
Table 4.1 Stage One – Key Themes & Sub Themes
4.3.1

Proactive/Preparatory Work

A recurring theme from each of the interviews was the amount of time spent by the CNLD
working with the individual with learning disabilities (sometimes referred to as client) to
prepare them to access secondary healthcare. It appears that there is intensive, sometimes
complex work being undertaken by the CNLD prior to the individual accessing secondary
healthcare. CNLDs described referral into the community learning disability team, raised
issues around capacity and consent, and described the importance of person-centered care,
making use of reasonable adjustments, risk assessments and planning for a safe discharge.
These will all be discussed in more detail in the following sections. Interestingly, each of the
sub themes within this section have since been acknowledged by the Learning Disability
Improving Lives Programme (WG, 2018) as outcome focused recommendations in order to
reduce the health inequalities that people with learning disabilities may face.
4.3.1.1 CNLD Referral
In order to commence the proactive or preparatory work that was necessary to enable their
client to access secondary healthcare, CNLDs need to be made aware of the appointment,
investigation, or admission. There appear to be various ways that the CNLD can be made
aware of the need to support their client to access secondary healthcare:
“I became involved because one of his outpatient appointments at (name of hospital), I think
he had a spinal x ray and it confirmed the curvature had deteriorated so he required
corrective surgery.” (G14)
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“The referral came into the team in anticipation and mum was to contact the team when she
had the date for scan, the date came and it was within a week, this was too short notice in
relation to the preparation that was needed.” (D8)

As can be seen from the extracts of transcripts above, preparatory work can take
considerable time and hence receiving referrals in a timely manner is essential. To complete
the necessary preparatory work, a referral needs to be made to the community learning
disability team in advance of the person accessing secondary healthcare. Participants
reported that referrals for them to provide this support can come from a range of sources
although primarily they usually come from the care manager/social worker or family carers:
“This was the care manager (who referred [client] for health liaison), who was a social work
assistant in the team to support [client] for this procedure.” (G13)
“It [referral] was made through the social worker to this team, that she was having a hip
replacement.” (E10)

Many referrals are facilitated by CNLDs located within multi-disciplinary teams and hence
referrals might be made even if a nurse is not involved with a client on an ongoing basis.
Colleagues and families can refer to CNLDs for focused periods of specialist support. This
suggests that the knowledge and skills of the CNLDs are both recognised and valued by
colleagues and families in relation to supporting access to secondary healthcare.

Another source of referral identified by participants was the Consultant Psychiatrist and, in
these instances, referrals usually related to supporting further investigations identified as
being required following appointments with the Psychiatrist:
“Initial referral came from a Consultant Psychiatrist requesting clinical input from health
team, and the referral was for support a client to undertake an MRI of the brain in relation to
his epilepsy.” (D8)
“So, he was seen [name of doctor], Consultant Psychiatrist who felt that he needed further
investigations in regards to these vacant episodes. He requested at the time that this
gentleman was to have an MRI scan.” (A2)
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In other instances, individual clients were already known to the CNLD or to the health team
and in such instances, the CNLD may themselves suggest that further investigations and/or
interventions are required:
“The GP was already involved, and we also arranged that they expedite a quick referral to
secondary care. I had to ask for this, and liaised with secondary care and they saw him
quickly” (A2)
“This was regarding a lady we will call her [client], a lady with Downs Syndrome, known to
the team, she had really severe problems with her hearing. Lots of wax in her ears, and it
was so bad she needed speech and language input because of this. She had to develop
signing as she couldn’t hear. There were loads of visits to GP to have ears waxed but all
attempts failed. She had to develop signing because she couldn’t hear. So it was then
decided in her best interest she would have a GA and have her wax scraped out in theatre,
she was very nervous, very anxious about it. So I had a referral to support her with this.”
(G13)

As can be seen from the above extracts, the CNLD can also provide support for the client in
both in terms of expediting a timelier referral to secondary healthcare and by supporting the
process to access secondary healthcare. They may also assist colleagues in primary care
with best interest decision making and they can also ensure that subsequent appointments
are attended with the best possible outcome for the person with learning disabilities. However,
where the CNLD feels that they need to extend their support to ensure that the client is able
to access secondary healthcare for such investigations and interventions then they have to
take the request for this additional support back to their health team for allocation. This in
effect becomes a ‘self-referral’.

Earlier research has discussed the importance of timely referrals (Mansell and Harris, 1998)
and building on the relationship between primary and secondary healthcare (Powell, Murray
& McKenize, 2004), however this research study recognises that the CNLD is involved in
ensuring referrals are made, and that the gap between primary and secondary care is bridged.
The issue of timely referrals and a seamless pathway between primary healthcare is
paramount with Heslop et al (2013) explaining that a key factor leading to premature death of
people with learning disabilities is a failure to access diagnostic tests and necessary
treatments in a timely manner.
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Participants in this study highlighted that a key element of the CNLD role is to work with the
client and others to ensure that the necessary supports are in place to promote timely access.
Such interventions can commence some time before the client attends a hospital
appointment/admission. Furthermore, access to specialist services is recognised by the
Learning Disability: Improving Lives Programme (Welsh Government, 2018) and the report
recommends that in order to achieve a good quality of life for people with learning disabilities,
people with complex needs should have timely and easy access to specialist learning disability
services through maintaining multi-disciplinary teams such as CLDTs. However, despite the
evidence that people with learning disabilities should access specialist healthcare services,
this can only be achieved by the CLDTs receiving timely referrals, and it appears that CNLDs
are currently carrying out activities to ensure this happens where possible.

4.3.1.2 Capacity & Consent
During the course of the fourteen interviews conducted, each participant recalled at least
one occasion where there were issues around capacity and or consent. They each could
describe that they would take on the role in assessing if the person had capacity to
understand the investigation, intervention and/ or treatment and then ensuring the Mental
Capacity Act (2005) was adhered to:
“So I met with the client and his family, and we discussed the health liaison
referral and consent to treatment” (D8)

The CNLD may spend time with the client and their family/carers to discuss the hospital
admission and what it will involve in advance. The CNLD may work in partnership with their
client, to encourage shared decision making, in order to support individuals, and their
families and carers to manage their own care where it is appropriate.
The Mental Capacity Act (2005) has been fully in force since 2007. The Mental Capacity Act
2005, covering England and Wales, provides a statutory framework for people who lack
capacity to make decisions for themselves. The legal framework provided by the Mental
Capacity Act 2005 is supported by this Code of Practice (the Code), which provides
guidance and information about how the Act works in practice. However, it should be noted
that various reports (Mencap, 2012, Heslop et al, 2013) suggest that the principles that the
Act sets out are not fully embedded in healthcare practice. The law is clear that if a person
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lacks capacity to consent to treatment, a decision must be made on their behalf in their best
interest, and the family should be involved in this decision.
A principle of the Mental Capacity Act (2005) is the right of individuals to be supported to
make their own decisions – people must be given all appropriate help before anyone
concludes that they cannot make their own decisions. To enhance decision making capacity
amongst those that may lack it, the Mental Capacity Act (2005) requires that there is as
much done as possible to support and help people make decisions for themselves. In
addition to ensuring the client has an understanding the clinical procedure, the CNLD also
takes on the role in making sure that the client is fully informed in to order to give consent:
“I knew if I was present, we could have a discussion around the procedure, and with the
family there too, we could see if she had the understanding to consent to this complicated
surgery.” (B3)
“I said, “do you understand what that means, she said, “yeah I think so, they
are gonna take away my boob”. Then I said “yes, now you know that means
an operation?” and she explained that she understood, and she seemed to be
agreeing and giving informed consent I’ve got to be honest, I was there, and
what she said seemed to be giving informed consent.” (C5)

It appears that when necessary, the CNLD will ensure that their client has a good
understanding of the treatment or intervention. The person with learning disabilities must be
able to demonstrate an understanding, retain and use the information to make a decision.
This information would then be used to feedback to secondary healthcare health
professionals when there is a discussion around capacity and or consenting to the treatment
or procedure. Michael (2008) asserts that best practice guidance around capacity and
consent states that it should ideally involve those who know the person well, with training
and experience of working with people with learning disabilities. Therefore, whilst it would
be the surgeon’s responsibility to assess capacity, as they will be the person who undertake
the procedure, if the person has capacity and agrees to surgery, the CNLD should ideally be
involved as they may know the person well and have the relevant skills and training to
support the person with learning disabilities making the decision.
A presumption of capacity should be made, the Act states that every adult has the right to
make his or her own decisions and must be assumed to have capacity to do so unless it is
proved otherwise. It is a right for individuals to be supported to make their own decisions –
people must be given all appropriate help before it is concluded that they cannot make their
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own decisions. If a person lacks capacity to consent to treatment, a decision must be made
on their behalf in their best interests, and the Act states that anyone involved in the person’s
care which is usually their family and or carers should be involved in this decision.
Importantly, the Act states that before any decision is made, it should be ensured that the
purpose for which it is needed can be effectively achieved in a way that is less restrictive of
the person’s basic rights and freedoms.
However, the quote presented by the participant explains that the client “seemed to be
agreeing”, the language used by the participant does not demonstrate that the decision
made is clear. It is fundamental that all healthcare professionals, including learning disability
nurses are able to confidently perform an assessment of mental capacity in order to ensure
that the consent process is valid (Marshall and Sprung, 2016). However, this statement and
the existing evidence base suggests that the required knowledge and confidence of nurses
to perform a precise assessment of mental capacity may need some improvement (Heslop
et al, 2014, Snow and Fleming, 2014, Hatton et al, 2016).
Where the client lacks capacity, and was therefore unable to give consent in regards to
medical intervention, it is the role of the ‘decision maker’ to initiate the best interest meeting,
however, qualitative interviews undertaken as part of this study suggest that at times the
CNLD may initiate and attend a best interest decision meeting,
“I initiated the best interest meeting, which I arranged as the CNLD. This allowed us to see
what her level of understanding was.” (E10)
“I was involved in supporting the client to have a hip replacement, we had to have best
interest meeting first, which I initiated as part of a decision-making process. We were
concerned that they may not go through with it because of his learning disability. I attended
the best interest meeting, and then pre-assessment meeting, this was arranged by the
consultant” (E9)
This study suggests that it may be up to the CNLD to initiate the best interest meeting, as
this was described by one CNLD during the qualitative interviews. Other CNLDs could
describe attending the best interest meeting, which were arranged by members of the
secondary healthcare clinical team. It appears that CNLDs are heavily involved in the
capacity and consent process when their clients access secondary healthcare. Blair (2013)
acknowledges how the aspect of working with people with learning disabilities causes non
learning disability clinicians a great deal of anxiety, however he states that if the process is
undertaken properly, it can significantly reduce clinical risk and ensure safe lawful practice.
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4.3.1.3 Person-Centred Care
Smith and Carey (2013) state that many people with learning disabilities require personcentred care plans to improve their quality of life. According to Camoni et al (2020) personcentred care plans inform actions that make life better for people with disabilities, and the
people who know and love them. Smull et al (2005) describe person centred care as a way
of maximizing benefits and seeking ways to help people to have control over their lives.
In order to ensure that healthcare is person-centred for people with the learning disabilities,
in light of their potential communication difficulties, it is good practice to complete a Hospital
Passport/Traffic Light Assessment. CNLDs explained that in order to ensure that vital
documents such as the Hospital Passport/Traffic Light Assessment are effective, they need
to be valued by secondary healthcare staff:
“I am not sure if they saw the value of the documents such as traffic light assessments. I
think we have a role in making sure that the info we provide in the traffic light assessments is
as helpful as possible to secondary care, we need to make sure that this is fed into care
plans and generic ones are not used whilst the person is in hospital, we need to continue
with the holistic approach.” (B3)
“I had to constantly remind nurses to refer to the traffic light assessment” (A1)
“He did not have a hospital passport, so I made sure I spoke to his family, and completed the
passport so that doctors and nurses had all the information at hand” (D8)
The participant described that, where necessary, they take on the role to ensure that the
information that is provided in a person’s traffic light assessment, which is part of the care
bundle (Public Health Wales, 2014), is helpful to secondary care staff to ensure it is valued
and subsequently used.

Participants explained that not only do they ensure that the

passports are completed to a level where they are valued and helpful to secondary care
staff, but they also needed to remind healthcare staff to use the document. Heslop et al
(2013), suggest that such traffic light assessments help nursing staff to understand a
person’s needs and provide person-centred nursing care. Public Health Wales (2014) in their
care bundle state that in order to provide dignified person-centred care and treatment, a
patient-centred plan, developed with the patient, primary carers and/or family should be
utilised. However, it appears that the CNLD takes on the role of ensuing that the document is
completed and available, and that it is used by secondary healthcare staff to provide, safe,
effective care to the person with a learning disability.
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Blair (2011) explains that the provision of person‐centred care is an aim of healthcare
passports. In this respect, it is positive to note that CNLDs value the use of hospital
passports and acknowledge the importance of them being completed with key information,
which includes information such as elimination, washing and dressing, controlling
temperature, mobilising and sleeping.
Research suggests that person-centered care planning is a mechanism for reflecting the
needs and preferences of a person with a learning disability (Department of Health, 2001).
According to the Department of Health (2002), the person is at the centre of the care, with
families and carers as full partners. The person-centered care plan reflects the person’s
capacities, what is important to them and the support that they need to make a valued
contribution to their care.
Each person with learning disabilities will have different needs and will benefit from different
levels of support to help them cope and to achieve the best health outcomes for their stay in
hospital. It is essential to carefully assess each person’s need for support and who is best
placed to provide that support (Blair, 2012). Having a patient-centred care plan, which is
developed with the person with learning disabilities, primary carers and/or family and which
is reviewed and updated daily, with their input, will help to ensure that hospital staff are
aware of how to best support their patient and the risk of ‘diagnostic overshadowing’ is
minimised.
4.3.1.4

Facilitating Reasonable Adjustments

Since the Disability Discrimination Act (2005) and more recently the Equality Act (2010)
people with learning disabilities (along with other groups of disabled people) have had a
legal entitlement to have equal access to public services, including those provided by the
NHS. In law, all public sector services have a legal duty to make ‘reasonable adjustments’
to the way they make their services available to people with learning disabilities, to make
them as accessible and effective as they would be for people without disabilities.
However, ‘equality’ for a patient with a learning disability does not necessarily mean
receiving the same service as patients without a learning disability and may mean providing
additional and alternative methods of support established with the patient and/or their
families/carer in order to achieve a positive outcome (Northway, 2011).
Reasonable adjustments include removing physical barriers to accessing health services,
but also include making whatever alterations are necessary to policies, procedures, staff
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training and service delivery to ensure that they work equally well for people with learning
disabilities. Tuffrey-Wijne et al (2013) assert that in practice, making reasonable
adjustments means doing things differently to normal to ensure that people with learning
disabilities are not disadvantaged.

McCormack and McCance (2010) suggest that person-centred health outcomes are based
on an individual’s ownership in their healthcare. Evidence suggests that 90% of people with
learning disabilities in the UK may have a communication impairment (Bhaumik et al 2008).
Therefore, it is imperative that secondary healthcare staff consider what adjustments they
may be required to make to their communication style, techniques, and abilities.
Participants were able to recall various different types of reasonable adjustments that they
used to support their client’s hospital visit or stay. The reasonable adjustments will be
discussed in more detail below.
The first reasonable adjustment recalled was CNLDs providing clients, families, and support
staff with accessible information for various purposes. CNLDs explained that they use
accessible information with clients to explain what will happen when they access secondary
healthcare,
“I met with the client on a number of occasions to go through accessible information we did
drawings and I provided him with an easy read booklet.” (D8)
“…so we accessed easy read information, that kind of thing. We looked at videos on you
tube, I was able to show him those, and what would happen during investigation.” (G14)
“So I actually did a piece of work with her around going into hospital, well I wrote an easy
read booklet, kind of like a social story with bullet points cos that what she preferred so we
had bullet points so she knows what was going to happen.” (C5)
Participants explained that they use person-centred accessible information which they either
developed themselves for example, a social story or drawings or they use resources that
may have been developed by others, such as easy-read booklets or videos available on
‘You Tube’ internet channel. This allows their client to gain an understanding of what to
expect during their hospital visit or even hospital admission.
Heslop et al (2013) in their Inquiry stated that on occasions, people were routinely sent
written instructions for planned investigations. If the instructions were not followed correctly,
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the investigations were unsuccessful and needed to be repeated for the person with a
learning disability. Therefore, it is fundamental that people with learning disabilities are given
information that is accessible to them regarding their hospital visit.
Participants also described that they use accessible information to highlight outcomes from
an appointment. This could be around a diagnosis or even results from outpatient
appointments.
“I helped by reminding the nurse to provide information in an accessible format, so
each review by the nurse, she showed the lady’s progress on a graph format”
(D7)
“we used pictures and full explanations to enable to understand her diagnosis. We put
together accessible information in order for her to understand her diagnosis.” (F11)

It appears that the role of the CNLD was to help their client understand their diagnosis or
outcome from appointment or review by using information that is meaningful to them. There
was also discussion around supporting secondary healthcare staff to ensure reasonable
adjustments are embedded within practice. One participant (D7) explained that she needed
to remind the secondary healthcare nurse to provide the information in an accessible format.

The second reasonable adjustment described by a participant was prior to admission or
hospital appointments, the CNLD would make contact with the admitting ward and speak to
the Consultant or nurse that would be involved with the care of the client:
“Prior to his appointment I contacted the rheumatology department and spoke to the
consultant that was actually overseeing the care of this gentleman and we spoke quite in
length about his level of anxiety and not wanting to come to appointment.” (D8)
“so I phoned the x-ray department to explain the situation and the receptionist told me what
days would be the quietest and to visit on those days, to ensure there was not a large
queue.” (D7)

It appears that it may be the role of the CNLD to make contact with secondary healthcare
staff to explain about any extra needs that their client may have, if appropriate, the patient
might need to visit the ward prior to appointment or admission:

106

“I also contacted the MRI suite in (name of hospital) to see if I could actually arrange a visit
with him to go and look at it. I think he went for the visit about a fortnight before” (G14)
“Prior to his admission, I visited the ward staff and went through his traffic light and talked to
staff about his needs. He would need one to one support while he was there.” (B3)
“I contacted MRI department directly, and arranged to go down to meet with the
radiographer and his team to go down to look at MRI suite. From there we arranged a joint
visit for me and the client (D8)”

Participants also explained their role in supporting anticipatory reasonable adjustments,
reporting that if necessary, it may be part of their role to arrange a visit to ward/department
prior to the appointment, so both the client and themselves could meet beforehand, and also
be able to talk about what the client would need and inform their patient as to what to expect
on the day of appointment or admission to hospital. These further emphasizes the
importance of person-centred care for patients with learning disabilities and the role of the
CNLD in facilitating and supporting this care.

The third reasonable adjustment described by participants is meeting with secondary
healthcare staff to work out changes to procedures, which would make the experience more
positive for their client:
“this lady would not of tolerated being on a main ward with others around her, she is very
noisy herself too and because of her autism she would get quite worked up. She was taken
to the ward and she was actually given the side room. It meant that she could bring all the
bits and pieces that she likes, she likes listening to music, and musical toys, books and all of
that could come in and she would be comfortable knowing that they would be there. They
were also able to provide a bed so mum or dad could stay on to help support her in hospital.”
(G14)

Throughout this research study, numerous examples were provided to illustrate their
secondary care staff attempted use information provided to them by the CNLD to enhance
the patient experience. Implementing these positive changes to enhance the patient
experience will ensure that people with learning disabilities health needs are met, and thus
reduce the health inequalities that they face. A study conducted by Oulton et al (2015) found
that secondary healthcare staff recognised that a key part of individualising care for people
with learning disabilities was understanding the “little things” that made a big difference to
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them, such as their preferences for eating, taking medication, playing, communicating and
interacting with others.
Another reasonable adjustment that participants reported was to organise to support their
client around appointment times. It may be that the CNLD would organise the least busy
time of day for appointment, or maybe the first appointment of the day to minimise waiting
times.
“I went to meet with the ambulatory unit and they blocked off appointment for the Friday
morning for this young lady to go in, which they explained was the least busy time.” (B3)
“He had the first appointment of the day, he was in and out and there was no hanging about
as soon as they called him, no transition from room to room as there would normally be. The
client was relaxed and happy to go ahead with procedure and went to day centre after
having the procedure” (D8)
“The receptionist already knew that we were going, so she was prepared and we got to see
the radiologist as soon as we arrived. Due to the seamless process, the gentleman did not
have the opportunity to get agitated and had x-ray with no problems.” (D7)

Here the role of the CNLD is to make sure that the patient has a good experience of their
appointment by reducing the stressors around waiting on any delayed appointments.
Lastly, a CNLD described setting up an ‘Anticipatory Care Pathway’, this was a pathway for
a person with learning disabilities and recurrent chest infections.
The National Leadership and Innovation Agency for Healthcare (2005, p39) defined a care
pathway as ‘anticipatory care which is given an appropriate time frame which is agreed by a
MDT’. The care pathway should have locally agreed standards underpinned by the evidence
base to help a patient with a specific condition or diagnosis move seamlessly through the
clinical experience. It forms part of the clinical record, and care planning process. It also
facilitates continuous quality improvement, including key milestones and clinical
interventions noted on the day or stage they are expected to occur.
The CIPOLD study (Heslop et al, 2013) has identified problems in the care pathways of
people with learning disabilities that have directly contributed to their deaths. The problems
most frequently appeared to occur at the point of investigating, diagnosing
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or treating illness, not in identifying that a person was unwell. Heslop et al (2013) describe
there being three associated factors that enhanced the vulnerability of people with learning
disabilities in this regard: a lack of reasonable adjustments being made for them, a lack of
coordination of their care, and a lack of effective advocacy.
Loughran et al (2013) describe that a way to help overcome these associated risk factors is
to develop collaborative approaches to designing tools, care pathways and procedures and
factor learning disability into these to ensure that people with learning disabilities are
afforded the same services as the rest of the population, with reasonable adjustments where
necessary. The participant was able to describe setting up an ‘anticipatory care pathway’ in
order to overcome such problems outlined by Heslop et al (2013):

“This lady has Downs syndrome and dementia. All professionals have been involved. She
was having numerous admissions to hospital, over 12 months she had 14 admissions, these
were all when family were alone at home outside of working hours. What came out of that
then was an anticipatory care pathway with the acute care clinical team. My role was to coordinate this. I also took a lot of time out to explain the pathway to the family as it was
fundamental that they needed a firm understanding in order for it to work. This would not
have been done without a CNLD.” (B3)
Adopting an innovative, proactive, strengths-based approach, the CNLD was able to use
prudent healthcare principles to ensure that the right care was given to the patient at the
right time and ensured that a positive health outcome was achieved for their client and
family.
Where reasonable adjustments had been made or initiated by the CNLD, they appeared to
have made a significant difference to the individuals concerned, and the health outcome for
the person with learning disabilities was more likely to be positive.
4.3.1.5

Risk Assessments

An issue identified in the Confidential Inquiry into Premature Deaths of People with Learning
Disabilities (CIPOLD) by Heslop et al (2013) that made people particularly vulnerable to
premature death was the relative inattention given to predicting potential problems, and then
having to respond to those problems in a crisis. One of the main areas highlighted was the
need to predict and plan for the future health and care needs of people who were likely to
have changing support needs as their condition progresses, or their circumstances change.
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The aim in NHS Wales is for a strategic, cultural long-term shift to achieve better
experiences and outcomes for people with learning disabilities when they access general
hospital services, with greater integration, communication and information sharing between
general hospital and learning disability services as the norm (Public Health Wales, 2012).
In light of these aims, the care bundle (Public Health Wales, 2014) was developed and
trialed by 1000 Lives Improvement and Abertawe Bro Morgannwg University Health Board
(ABMUHB). The care bundle was designed to support NHS Wales health boards and trusts
to be consistently alert to, and to respond to, the needs of people with learning disabilities,
and their families and carers, when they access general hospital services.
Participants described recalled completing risk assessments as part of their role in
supporting their client to access secondary healthcare. Participants reported that they would
be involved in completing the risk assessment that is included in the 1000 lives ‘care bundle’
for people with learning disabilities (Public Health Wales, 2014):
“we went through the risk assessment within the secondary care pathway to allow mum and
dad to be there.” (G14)
“we completed a risk assessment around his stay in hospital, and from that it was highlighted
that he needed support staff with him at all times” (B4)

Participants noted that even though it was deemed the responsibility of secondary
healthcare staff to complete a risk assessment as part of the 1000 lives care bundle (Public
Health Wales, 2014), it was often left to them to be involved in completing this document as
part of the 1000 Lives ‘care bundle’.
Heslop et al (2013) shared that a number of people with learning disabilities whose deaths
were reviewed by CIPOLD developed progressive long-term conditions. The most common
of these was dementia (14%). Dementia is a significant and common health condition in
people with Down’s syndrome, as they argue, often with a more rapid and consistent
progression than in the general population. Dementia care pathways should identify issues
that are likely to arise, such as potential swallowing difficulties, incontinence, and reduced
mobility, and allow them to be addressed proactively. However, a considerable amount of
planning appeared to be responsive to problems that arose, rather than being anticipatory of
problems arising in the future. This made people more vulnerable. For example, making
them more susceptible to aspiration pneumonia which was a significant cause of death.
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Participants indicated that they were involved in completing risk assessments around
dementia as part of the 1000 Lives Care Pathway:
“I completed a risk assessment around his dementia as part of the care pathway (1000 Lives
Care Bundle)” (C5)

In addition, to the risk assessments contained within the secondary care pathway for people
with learning disabilities which look at health conditions, participants explained that they may
need to complete further risk assessments around safeguarding if deemed necessary.
Jenkins & Davies (2011) assert that safeguarding is an important role of all registered nurses
and other health professionals. People with learning disabilities have an increased
vulnerability for many reasons, and this requires health professionals to be constantly
mindful of this. The safeguarding process not only involves protecting the person with
learning disabilities but also the potential risks to people around them. The CNLD described
putting a risk assessment together around making allegations:
“there was a risk assessment in place (which was completed by me) as she was known for
making allegations. There were not malicious, it is like she couldn’t stop it. We would stop it
just by challenging her and asking was it true. We had to be careful on a ward of unfamiliar
people, if she didn’t like a support worker and she might say to a nurse, oh that person
pushed her over, and it would just be that she didn’t like them. Then of course, they have a
duty of care to take that forward unless they know that she actually has a risk assessment in
place” (C6)

Not only will this risk assessment aim to protect the person with learning disabilities but also
the people around them. Boulter & Poulter (2006) explain that nurses have a duty to carry out
risk assessments and to work with others to ensure that people with learning disabilities are
fully supported and informed when undertaking empowering interventions. One empowering
intervention may be around medication, and a CNLD was able to describe coordinating a risk
assessment around their client administering medication:
“I have arranged a meeting for all three professions in the New Year, I have coordinated the
conversations between the consultants, we also need to devise a risk assessment around
medication, the parents will also be present.” (B3)
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The risk assessment was completed in order to enable the individual to be able to store and
administer their own medication. This is something that has previously been carried out by
support staff but the individual now wishes to take over this themselves, so a MDT risk
assessment was undertaken, facilitated by the CNLD to enable the individual to manage
their own medication.

Alaszewski and Alaszewski (2002) report that these areas such as medication carry potential
risks to the individual but, with careful assessment and risk management, dangers can be
minimized. They explain that at times there can be a fine balance between safeguarding
people with learning disabilities and empowering them. Jenkins & Davies (2011) reports that
safeguarding is an issue that permeates everyday practice. Often it is not the learning
disability itself that causes vulnerability so much as disempowerment by dependence on
care and restriction in choice.

4.3.1.6

Discharge Planning

Turner and Robinson (2011) assert that in order to ensure a smooth discharge,
consideration of what will happen once a person is discharged needs to begin early; either
immediately after admission or ideally, before the admission if it is planned. Any discharge
planning should be based on the patient’s person centred plan and relevant factors in the
home environment including any changing levels of support need following discharge. This is
addressed in the 1000 Lives ‘care bundle’ (Public Health Wales, 2014) which states that
within 7 days of admission to hospital a full multi-agency/family/carers discussion must be
held, with the aim of reviewing progress and/or planning discharge. This aims to ensure that
a person’s condition, care and treatment are effectively reviewed so that progress is
assessed, and discharge planning can take place sufficiently early to ensure that the length
of stay in the general hospital is appropriate to need.
Discharge planning is extremely important. The CIPOLD Inquiry (Heslop et al, 2013),
reported where follow-up was appropriate and discharge planning was needed, it had been
problematic in almost 2 in 5 cases. There was also evidence that this had contributed to the
vulnerability of people with learning disabilities and in some cases to their death.
During the interviews, participants recalled discharge planning as a source of frustration for
them and for people with learning disabilities and their support network:
“The biggest frustration of all for me with this case was that support staff were visiting regular
and I actually ended up pre-empting some form of discharge plan, I think discharge planning
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is still in a dire state particularly with our clients, it does not happen or if it does the people
that need to be there and the people that know these clients well are often not invited so I
think if they do happen they are usually very poorly planned and without enough notice.”
(F11)
“Discharge meetings are very poor especially if people are admitted quite often, sometimes
the liaison nurse does not push this either. Because it is such a routine for the patient going
in, they [secondary healthcare] would not arrange a discharge meeting.” (E9)
Participants felt that without CNLD input, discharge planning does not seem to be a priority
for secondary healthcare. As Northway et al (2007) remind us that even where processes
exist, they do not protect people, it is how they are implemented. CNLDs described that they
will think about the discharge plan as soon as their client is admitted to hospital, and they will
often tend to initiate the discharge meeting.
“I initiated the discharge meeting, from the point of view that they would have had discussion
with mum and dad but it was good to make it that more official and I think I minuted the
meeting myself and bit it was good to write it down and clarify things as it came up.” (G14)
“I was involved from admission to discharge where she ended up having a hip replacement, I
think afterward because of her learning disabilities and autism they knew that she wouldn’t
be contained in hospital environment, so I think the whole process, the fact that we worked
together and thought about discharge straight away. She had to go home early and have
support from district nurses.” (B4)

It appears that a role of the CNLD may be to initiate the discharge meeting, at times minute
the meeting, and also clarify points related to the discharge as they arise. Thus, there is a
significant coordination role for the CNLD in regards to discharge planning, they will need to
liaise with the multi-disciplinary team and also the clinical team within secondary care, they
need to organise a meeting at a mutually convenient time for all involved and also ensure
that what is agreed within the meeting is recorded.
4.4

Therapeutic Relationships

The therapeutic relationship between the person with learning disabilities and the CNLD is
seen as a fundamental aspect in order to achieve a positive health outcome for people with
learning disabilities accessing secondary healthcare. Crotty and Doody (2015) assert that
the therapeutic relationship is a fundamental component of nursing practice and a means by
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which nurses engage with and effect change in individuals. It predicts treatment outcome
across a range of diagnoses and healthcare settings and can become central to quality of
life.

Crotty and Doody (2015) describe that in order to develop the maximum therapeutic value
from the nurse-client relationship, it is essential for the nurse to understand the intricate
dynamics that function within a relationship with a person with learning disability. This is
consistent with Gilbert and Leahy’s (2007) model of therapeutic relationship development,
where client, nurse and subjective factors are considered in establishing, developing, and
maintaining a therapeutic nurse-client relationship. In research published by Marsham
(2012), CNLDs were asked to talk about how they felt they had helped people in their care
feel better, they talked about using a strengths-based approach, having an awareness of
what it may mean to have a learning disability, the importance of time, teaching and learning
and effective communication. This research study builds on this information, and again
recognises the importance of therapeutic relationships.

Throughout the qualitative interviews, CNLDs were able to describe how they established
therapeutic relationships with their clients in order to support them access secondary
healthcare. CNLDs described providing direct support to the client when attending hospital
appointments, being the key contact for their client over time and various settings,
interpreting information for clients and the people involved in their care, exchanging
knowledge with secondary healthcare staff and supporting families and paid carers. These
sub themes will be discussed in more detail in this section.

4.4.1

Direct Client support when accessing secondary healthcare

A range of factors can lead to people with learning disabilities becoming bored, distressed,
anxious, angry, and ⁄ or frustrated when they visit hospital. These include fear about going
into hospital, long waiting times, lack of meaningful activities, feeling ignored by hospital
staff, and poor communication about tests and treatments (Hart 1998; Browne 1999; Fox &
Wilson 1999; Cumella & Martin 2004; Glaysher 2005). Many people with learning disabilities
do not read and, even for those who can, the written information and instructions provided by
hospitals may use a small font which is difficult to read, may be poorly laid out, unclear and
confusing (Glaysher 2005).
Participants were able recall events where it was necessary to accompany their client to
their hospital appointment:
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“Every consultation she went to she found extremely stressful, and she was extremely
agitated and anxious she was having panic attacks, she just couldn’t cope. I attended each
appointment with her on ambulance transport because the issue around transport is they
pick them up so early, she was getting more agitated, I provided reassurance. She wanted
me there.” (D8)
“I always went for the oncology appointments, she would have three monthly checkups, she
would go with her support worked for the injection but when she was seeing the doctor, I
would go, it was, for her, it was important that I was there because sometimes the support
worker would not always relay the correct information to me” (C5)

It may be the role of the CNLD to attend the hospital appointment with the person with
learning disabilities, this appears to be for two reasons. Firstly, in order to provide
reassurance to their client and reduce any anxieties around the appointment they may have.
Secondly, the CNLD may attend the appointment with their client in order to obtain a clear
picture of what was being said by the clinical team, as it appears that at times, the formal
carer would not always be able to gather all the relevant information. This may then become
a patient safety issue, with important adjustments such as medication changes, effective
monitoring of any changes or follow up appointments being missed. This allows the CNLD
to provide an informed, coordinated approach to health needs of their client.

Ruddick (2010) explains that the therapeutic relationship does not occur consistently or
effortlessly in nursing practice; nurses develop these relationships through effective
engagement, and this is a prerequisite to quality healthcare outcomes. On occasions,
referrals are submitted to nursing and multidisciplinary team members who have little
knowledge of the client or his or her needs, and staff are asked to take a lead in the
assessment process. Consequently, initial client engagement is the primary aim when
establishing a therapeutic relationship in learning disability nursing. This is especially
important to a person with learning disabilities, as they may be feeling anxious about a
hospital admission, therefore will need to rely on a good relationship with their CNLD to
support them though this healthcare process. The CNLD will need to provide reassurance to
their client, and in order to provide this reassurance they will need to be trusted by their
client and their carers/family members.

Bell and Duffy (2009) describe trust to be a dynamic, complex and fundamental concept in
the therapeutic nurse-client relationship. It is considered to be the positive acceptance of a
vulnerable situation, following careful assessment, in which there is belief that the
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individual’s needs and interests are paramount. Research has suggested that the
experience of institutionalization, misdiagnosis, unmet needs and social exclusion have
negated the capacity and desire of individuals with learning disabilities to trust (Johnson and
Traustadottir 2005, Doody 2012). To maintain the therapeutic relationship, the nurse must
ensure that these feelings are alleviated where possible. During stage one of this research,
CNLDs recalled:
“The client did not want to attend without me, I knew all about her past medical history, I had
supported her through her cancer diagnosis, she wanted me involved in the follow-up” (D8)

An abundance of literature on nursing promotes the importance of authenticity, as well as
trust, in maintaining the therapeutic relationship (Starr 2008, McAllister et al 2013). For
authenticity to exist, the nurse must be willing to show vulnerability and to self-disclose; in
essence, to adopt the same position as the client. By attending secondary healthcare
appointments with their client, the CNLD is attempting to do this. They are both trying to find
out information that may be new to them, which makes them in the same position at that
time. By promoting and facilitating trust, both participants in the relationship will be of equal
status (Pullen and Mathias 2010). Power is shared in a therapeutic relationship where
‘authentic’ nurses who are vulnerable participate, because both nurse and client have an
equal sense of importance and significance in the relationship (Starr 2008). The
consequence of authenticity is the maintenance of a trusting, therapeutic nurse-client
relationship (Kornhaber et al, 2016).

4.4.2

Key Constant over Time and Settings

There is a wealth of evidence which suggests that healthcare provided to people with
learning disabilities is fragmented (Brown et al, 2012). People with learning disabilities
require the involvement of healthcare workers who are trained in managing complexity and
multi-morbidity. This is particularly important in secondary healthcare where increasing subspecialisation may result in multiple clinical teams’ involvement with no overall coordination
of care. It is a recommendation of the CIPOLD Inquiry (Heslop et al, 2013) that for people
with complex and multiple health issues, that a single consultant be identified to fulfil the lead
professional role, who has ongoing (rather than episodic) responsibility for the care and
coordination of the health needs of an individual. There should be clear referral pathways
from the consultant to multidisciplinary specialist input as required, following the model
commonly used in Old Age Medicine. For people with learning disabilities with 2 or more
long-term conditions, and for those living unsupported (or minimally supported) in the
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community with one or more long-term conditions, a named healthcare coordinator is
required which is predominantly the CNLD.
“We are the constant here, we are the one person that has knowledge of all those different
appointments, I asked to be copied into all correspondence and gave each consultant a list
of other professionals involved.” (B3)
“I would say I was the main hub, the main co-ordination, other people came in and out, lots
of people were in and out of there, I was the stable one that stayed in there to ensure that
those other things happened around her.” (D8).

It appears that other professions within the multi-disciplinary community team tend to work
‘episodically’ with people with learning disabilities, it is the predominantly the role of the
CNLD to provide continuous support across a variety of settings. This research study
suggests that it is the role of the CNLD to provide the lead in supporting access to
healthcare, provide co-ordination and be the point of contact for other members of the multidisciplinary team.

4.4.3

Interpreting Information

Crotty and Doody (2015) assert that communication is directly linked with the development
of a therapeutic relationship. Therefore, to advance the nurse-client relationship with a
person with learning disabilities, the nurse must achieve communicative competence
(Boykins 2014). This is described by Papadopolous (2006) as the unambiguous
enhancement of knowledge into the specific communication methods and processes of an
explicit group. Tuffrey-Wijne and McEnhill, (2008) explain that communicative competence is
a crucial concept in providing appropriate care and developing a therapeutic relationship with
any person with a learning disability due to the numerous communication deficits prevalent
in people with learning disabilities.
There is a small amount of research around communication difficulties faced by both families
and formal carers’ experiences when supporting people with learning disabilities to access
secondary healthcare. According to Browne (1999), formal carers report feeling that their
knowledge the person they are supporting, and their health needs may not be recognised,
valued or utilised by hospital staff. In addition, their concerns about hospital care may be
ignored.
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CNLDs described needing to interpret information given to formal carers at appointments,
and put them into manageable guidelines for them:
“For this lady we are much clearer about what is needed, she has guidelines on her build-up
of wax, and visual impairments, if I had not been there, the social care staff would not have
been able to interpret what was said into daily manageable guidelines.” (B3)
“I needed to explain to staff about her changes in medication, and what they were for, they
didn’t seem to know from a conversation with the house manager” (F11)

It appears that it is a role of the CNLD to interpret information that is given by health
professionals into accessible, easy to manage guidelines for paid carers to be able to
promote adequate support to their clients. In addition to interpreting information for paid
carers, it is a role of the CNLD to interpret information for the people with learning
disabilities. Research has consistently shown, nationally and internationally, that
communication difficulties between healthcare professionals within secondary healthcare
and people with learning disabilities, pose a significant barrier for this group of people in
accessing high quality health care (McConkey & Truesdale 2000, Barr 2004). A study by
Regnard et al. (2007) found a significant variance of communication styles used by people
with learning disabilities during a health needs assessment. In developing a therapeutic
relationship and providing appropriate care to people with learning disabilities, nurses must
have an inherent awareness of the individual’s mode of communication and understand the
meaning of non-verbal indicators.
Castles et al (2013) describes learning disability nurses as being able to understand ‘clinical
language’ as well as what people with learning disabilities and their carers have to say, and
explains that it is often up to the learning disability nurse to put one party’s points of view into
a language the other will understand. CNLDs explained that there is a need for them to
ensure effective communication by interpreting information in a way that the person with a
learning disability is able to understand:
“I understood what the specialist was saying, and I was able to interpret this into a language
that my client could understand. I checked their understanding by asking her to explain what
I had said” (A2)
Effective communication is essential in providing health care and is dependent upon the
development of a relationship between user and provider. Whilst a meaningful relationship is
essential in holistic care, Nystrom et al. (2003) suggest that nurses within secondary
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healthcare consider this is an inaccessible luxury. Byrne and Henman (1997) acknowledged
that these nurses understood that psychological support for patients was important.
However, they perceived having little or no time for this intervention, in such a stressful,
sometimes rushed environment with their aim being to progress patients through the service
and get the job done quickly (Walsh & Dolan 1999). Furthermore, Mitchell (2001)
acknowledges that there is a danger when the focus of nurses remains on the task rather
than communicating with the patient. This research study acknowledges that it is essential
role of the CNLD to take on this role and fill this gap, with one CNLD explaining that:
“We agreed and the doctor said best thing to do was for me to meet with lady before any
appointments, and we used to go through what it is that she wanted to discuss that day, did
she have any questions or ask anything about her medication we would write it down and
when we went to clinic appointments I would speak on her behalf. Then the following day I
would visit her at home and we would have a debrief and go through the clinic appointment”
(D8)
Cambridge and Forrester-Jones (2003) argue that communication models do support the
development of the nurse-client relationship in the area of learning disabilities. Through
effective use of an appropriate communication model, the nurse can empower the individual
to follow a communicative process that promotes interaction and inclusion. This research
highlights that one role of the CNLD may be to spend time with the person with learning
disabilities prior to a hospital appointment, and discuss any questions that they may have,
the CNLD would then discuss them during the hospital appointment. In addition, the CNLD
would spend time after the appointment making sure that the person with learning disabilities
had a sound understanding of the appointment and what was discussed, this is important so
that the individual had an understanding of their diagnosis and would be able to make
informed decisions.

4.4.4

Knowledge Exchange with Secondary Healthcare Staff

According to Heslop et al (2013), within secondary healthcare there appears to be, in some
cases, a concerning lack of awareness of the roles and responsibilities of different
professionals and agencies and how they might offer support to people with learning
disabilities. It appears to be that in some cases, professionals were working in ‘silos’ and not
drawing on the range of expertise available to them that might, in part, help smooth the path
for people with learning disabilities through the complexities of the health system. However,
during the qualitative interviews, participants were able to recall that one role of the CNLD
involves sharing of specialist knowledge:
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“The work with the eating disorder nurse was a two-way process, I had never worked with
anyone with eating disorder and she had never worked with anyone with a learning disability
so we both supported each other.” (D7)
Sharing specialist learning disability knowledge with secondary healthcare staff will promote
appropriate care for the client and in turn, the secondary healthcare professional will share
their specialist knowledge with the CNLD so that the CNLD will know how to appropriately
plan their client’s care upon discharge. CNLDs do not simply want to walk on to the wards
and tell nurses and doctors how to care for their patients. Instead, they explain to hospital‐
based colleagues that they want to work in partnership with them, with one CNLD explaining
that:
“I do not want the tell the nurse how to do her job, however, I want to educate her on people
with learning disabilities in general, and more specifically about my client, who I know very
well and am aware of the reasonable adjustments that he needs” (A2)
It is evident that the secondary care nurse will have expert knowledge on presenting
problems, while the CNLD has knowledge about learning disabilities, and they can both work
together to ensure the person with learning disabilities is cared for holistically.
4.4.5

Supporting families and carers

Participants identified a role of the CNLD to support the family or carers around
communication with secondary healthcare to reduce any anxieties they may have:
“…and also, my role has been to help reduce the family’s anxieties. I am their point of
contact, because mum, she didn’t think that it was her role to contact hospital or GP, she
wouldn’t think like it.” (B3)
“I was also involved in speaking to family, keeping them informed in what was happening
and why it was necessary and why we were doing what we had to do.” (A2)

There is potentially a role for the CNLD to support both their client and also family carers.
Families may not feel confident, or they do not feel it is their role to speak directly to clinical
teams, so it is the role of the CNLD to be the point of contact for the family and feedback any
information they would need.

This research study therefore, builds on the research conducted by Ford and Turner (2001)
who explain that when people with learning disabilities access secondary healthcare with the
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support of their family, it is very likely that their family will need support and advice because
they are usually regarded as experts in the care of their relative. Ford and Turner’s (2001)
small study of nurses’ experiences of caring for people with learning disabilities in hospital
with parental support highlights their concerns over recognition of parental expertise,
feelings of frustration and guilt and difficulty in developing trusting relationships. One mother
described it as their ‘hospital career’; and parents tended to see each health care encounter
as part of a developing story. In a study by Avis and Reardon (2008), various parents spoke
about nurses within secondary healthcare needing to ‘communicate better with parents’; they
highlighted the importance to be informed about their relatives’ care because ‘you want to
feel in control’. This is particularly significant in a context where parents feel that life is a daily
struggle and any sense that may be a loss of control can equate to a feeling of losing that
struggle. Similar findings were reported by Heslop et al (2013), explaining that family carers
reported that, at times, they struggled to get their voices heard when they tried to advocate
for their family member. They reported that once the person with learning disabilities
reached the age of 18, family members felt they had even less influence as an effective
advocate. In light of this research, it appears that CNLDs have an important role in ensuring
that family members are heard and supported in addition to the person with a learning
disability.
4.5

Coordination

Heslop et al (2013) identify a striking finding of the CIPOLD inquiry which was the multiplicity
and complexity of clinical conditions that people with learning disabilities had. The key
problem identified was the lack of coordination of care across and between the different
disease pathways and service providers. This was largely because of the way in which
secondary services are organised for adults, which limits the opportunity for a holistic focus
on a person’s health and for effective coordination of the various specialists involved.
CIPOLD frequently reviewed the deaths of people with learning disabilities whose multiple
needs were being served by different specialists, sometimes in different hospitals, with no
designated or responsible coordinator for their care. This resulted in each hospital admission
being micro-managed as a distinct entity, but without any consideration of the whole picture
and the overall pattern of the person’s illnesses, so contributing to their vulnerability,
deteriorating health and sometimes their death.
In addition, the Report of the Mid Staffordshire NHS Foundation Trust Public Inquiry (Francis
2013) identified that care in hospital required better coordination, observing that the ‘named
nurse’ system, or something similar, was essential to enable healthcare professionals to
have detailed knowledge of the medical, nursing, and ancillary care organised and planned
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for the individuals they care for. The named nurse should provide up-to-date information to
patients and carers, and who the ward manager can rely on to organise care. Francis (2013)
observed that the coordination role may be best managed by ward-based nurses, which
involves significant leadership. However, he acknowledged that creative problem solving,
and anticipatory adjustment-making can only be enabled throughout the clinical team,
through education, training and the specialist nursing role.
Participants described how they communicated with their clients and people involved in their
care, how they promoted MDT working, how they work across health board and different
services, medication monitoring and how they work in partnership with learning disability
liaison nurses if available. These will be discussed in more detail in this section.
4.5.1

Communication

In a study by Bell (2012), people with learning disabilities and their carers were concerned
about not being listened to or consulted by hospital staff. They reported feeling vulnerable
and powerless, ‘‘at the mercy’’ of a system that did not value their views and, consequently,
did not share important information.
Bell (2012) asserts that hospital staff expressed a lack of confidence in their ability to help
people with a learning disability because of their limited knowledge and particularly when
they could not fully understand how to communicate with the person. They felt that the
Traffic Light Hospital Assessment provided information which supported them to do this in a
more person-centred way. CNLDs explained that at times they need to complete the Traffic
Light Hospital Assessment with the person with learning disabilities as part of the secondary
care pathway (Public Health Wales, 2014).
“She had a traffic light completed with staff again I think my role there to make sure that staff
were able to take that to hospital with them. I think they had forgotten to bring it to hospital. I
helped staff to fill another traffic light in. By completing the secondary care pathway, we
recognised that she would need more staff, which the hospital did pay for, so again positive.”
(B4)
Heslop et al (2013) explain that there is evidence to suggest that Traffic Light Assessments
help nursing staff to understand a person’s needs and provide person-centred nursing care.
However, there is no evidence to suggest that such documents supported medical staff in
coordinating the needs of people with multiple morbidities. CNLDs view their input as a
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communicative role with different consultants to try and facilitate a holistic approach to their
client’s healthcare experience and coordinate the needs of people with multiple morbidities:
“When I got involved, I arranged an overview of appointments. She is now discharged from
ophthalmology clinic. All departments were seeing her individually and not communicating
with each other. I arranged for consultants to copy each other into any correspondence” (B3)
Dalena et al (2015) report that learning disability nurses are the experts in the learning
disability not the specific health condition. Learning disability nurses view a person’s health
needs using an holistic approach (Scottish Government et al, 2012). People with learning
disabilities often have complex health needs that do not fit into one treatment plan, so it is
the role of the CNLD learning disability nurse to ensure all of the person’s needs are met and
not overshadowed by their learning disability.
4.5.2

Promoting MDT Working

CNLDs are based in Community Support Teams and these teams are multi-disciplinary
(MDT) and usually consist of a psychiatrist, physiotherapists, psychologists, occupational
therapists and speech and language therapists. CNLDs have reported that when they are
involved supporting access to secondary healthcare, it is common practice to refer to other
members of the MDT for further support:
“My role was to link in with lots of other health professionals within my team. I contacted the
other health professionals and told them about her diagnosis and we did joint visits to her
house.” (D8)
“I spoke to physios and found information and then I could go back to the family. I arranged
for our LHB head of physio to come out and meet with the family she was the one that was
most knowledgeable about the syndrome, she answered lots of their questions and relived a
lot of their anxiety.” (A2)
In addition to the MDT within the community team, it is sometimes necessary to refer to the
wider MDT, part of this wider MDT might be specialist behavioral teams. The National
Patient Safety Agency (2004) report that the issue people with learning disabilities worry
about most is being physically restrained and injured during treatment whilst in hospital. It is
a role of the CNLD to co-ordinate a team that can prescribe any therapeutic holding that is
needed to complete any treatment or intervention, whilst ensuring that it is the least
restrictive approach:
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“we had to involve the behaviour team, we had to look at therapeutic holding, we needed to
look at a pre medication so that she was calmer during the process, so there was a team of
us that had involvement around that particular procedure” (G14)
It should be noted that it is the role of the CNLD to co-ordinate a team to discuss and plan
any therapeutic holding and restraint, the decision for any prescribed restraint would be an
MDT decision.
4.5.3

Working Across Services

People with learning disabilities sometimes have multiple needs which are monitored by
different specialists, and sometimes this can be in different hospitals. CNLDs reported that it
is part of their role when supporting access to secondary healthcare to co-ordinate different
services which are sometimes out of the health board area:
“He wore a spinal brace and all of his care with regards with curvature of the spine was
monitored by (name of hospital), in a different health board, nearly two hours away.” (G14)
“Just getting them all together is just not happening. I have been liaising with dentist, through
telephone, emailing, nagging him just to see where we are at in relation to progress in
getting things done but it’s so difficult. We’ve got different disciplines trying to get them all to
one hospital from different health boards, we got (name of health board), (name of health
board), and gynecology from (name of health board).” (D8)
As already mentioned, there is sometimes an intense amount of preparatory work that goes
into supporting a person with learning disabilities to access secondary healthcare.
Sometimes, the MDT may agree that it is in the person’s best interest for all different
disciplines to come together and complete their intervention at one time, especially if the
person requires general anesthetic and therapeutic holding, it is often the role of CNLD to
co-ordinate this and compile the necessary person centred care plan and risk assessment.
4.5.4

Medication monitoring

O’Dwyer et al (2016) raised concern in the number of different types of medication
(polypharmacy) that some people with learning disabilities are prescribed. The Stopping
Over Medication of People with a Learning Disability, Autism or Both (STOMP) Initiative
(NHS England, 2016) suggests that there has been a trend to reduce the amount of
psychotropic medication that is prescribed to people with learning disabilities, these changes
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are due to the long-term harmful side effects these powerful drugs can induce on the
individuals’ physical and psychological wellbeing.
Participants reported that part of their role was to monitor any new medication that had been
prescribed by secondary healthcare and feedback to secondary healthcare staff if
necessary:
“It was then decided to try him on new medication for eight weeks, this seems to be working
for him, he had a follow up outpatient appointment recently and they said that they will keep
him on this medication and repeat his bloods at regular intervals. I will monitor medication
with client and family.” (B3)
Heslop et al (2013) reported in their inquiry that the vast majority of people with learning
disabilities (97%) were on some sort of medication prior to death. The median number of
medications was 7, but some people had up to 21 medications prescribed for them. The
most commonly prescribed medication was for epilepsy (39%). More than half (51.5%) of
those on epilepsy medication were on at least 2 types, and 5% were on between 5 and 7
medications for this condition alone. This is due to the complexity of epilepsy in people with
learning disabilities. During this research study, CNLDs highlighted that they would need to
ensure that medication changes, sometimes complex, would be communicated to the
appropriate professional:
“ …because the medication they prescribe for this syndrome is similar to his AED’s, and
because he is on such a complex epilepsy regime I just wanted to feedback to the consultant
physiatrist, and ensure that going forward the consultant psychiatrist would be copied into
correspondence.” (D8)
Research has shown that the most common prescribed medication is anti-epileptic drugs
(AEDs) (Meador and Loring, 2016). CNLDs reported that their role is to monitor any physical
health medication that is prescribed by secondary healthcare and feedback to the
psychiatrist or neurologist in epilepsy reviews, they also ensure that the consultant is copied
into any correspondence from secondary healthcare.
4.5.5

Partnership Working with Learning Disability Liaison Nurse (LDLN)

As already mentioned in chapter one, health boards in Wales have taken different
approaches to seeking to promote better access to healthcare for people with learning
disabilities. It has been heavily evidenced that the key issues that lead to problems in
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accessing healthcare is lack of coordination and communication between services, and the
subsequent need to improve health liaison (Heslop et al, 2017, 2013). At the time of data
collection, in addition to the CLDTs, three health boards had introduced additional measures.
One health board had an established health liaison team based in the community, another
health board employed two learning disability health liaison nurses, based in secondary
healthcare and another health board currently employed a consultant nurse with a remit for
health liaison work in addition to the CLDT.

Participants reported that if there are liaison nurses employed within their health board, they
will work in partnership with them:
“I had a phone call to say he had been admitted to hospital and from the staff at the house,
so I filled in the referral. I referred to the health liaison nurse, to (name of nurse) at the time,
because I think the other nurse was off and she obviously didn’t get it until the Monday cos it
was late on the Friday and I arranged that I would go down on the Monday and see him. I
went down and in fairness (name of nurse) met me there, and she got the staff to fill in the
traffic light assessment etc., she was really helpful” (C5)
“I would meet up the acute liaison nurse and we would discuss the patient, how they were
doing and what we would need to know for discharge (A1)

It appears that if there is a LDLN in post, there is still a liaison role for the CNLD. The CNLD
may already have a relationship with the person with learning disabilities, and if they are not
known to the CNLD, the person will be known to the CLDT. The CNLD will work closely with
the acute liaison nurse whilst the person is in hospital and then also plan for when the
person is discharged back into the community.

4.6

Influencing Healthcare Outcomes

The increased prevalence of adverse health outcomes among people with learning
disabilities was discussed in chapter two. The National Patient Safety Agency (2004) has
highlighted a number of priority areas relating to the poor experiences of people with
learning disabilities when accessing healthcare services which include a lack of knowledge
of the healthcare needs of people with learning disabilities and an increased risk of adverse
incidents in acute hospital settings. In addition to the patient specific work that is carried out
by CNLDs, there is also a more strategic role around influencing procedures and policies,
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thus reducing the risk of adverse incidents and raising awareness of learning disabilities
within secondary healthcare.
Participants in this study described influencing clients’ healthcare outcomes by providing an
advice and consultancy role, by raising awareness of people with learning disabilities, by
promoting the use of the secondary care pathway and through advocacy.
4.6.1

Advice & Consultancy

Learning disabilities nurses are the only professional group whose pre-qualifying education
leads to a qualification that relates specifically to supporting people with learning disabilities.
This level of preparation, currently provided at degree level, alongside the breadth of
biopsychosocial skills, competence, and knowledge they develop, makes them a unique and
critical component of the delivery of comprehensive services (Scottish Government at al,
2012).
Doody (2012) explains that a core element of the learning disability nursing role is
consultancy, they describe inter- and intra-disciplinary consultations, across sites and
services, and they assert that this consultative role contributes to improved patient/client
centred healthcare.
In the current study, CNLDs described part of their role as providing an advice/consultancy
service to secondary healthcare staff. CNLDs were able to explain that they sometimes
needed to explain things to secondary healthcare staff, and when they did this they achieved
good health outcomes for their client:
“It was clearly written in his hospital passport; A&E staff were just not taking any notice. So, I
went to the senior nurse in charge of unscheduled care, and I just explained the situation
and to be fair to her she was really good. We sat down and we did a protocol so that was
actually highlighted in his notes, as soon as he was admitted to Accident & Emergency,
please refer to protocol and then it had all been signed off by the doctors that as soon as he
went into a and e would immediately call the senior guy on duty and use the Doppler to get
access..” (G13)
“secondary healthcare staff made me feel valued, because they took the request on board
and didn’t dismiss what I had to say, they listened to me, which in turn influenced their
practice.” (D8)
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Joint working between general health and specialist learning disability services can offer
access to practitioners with the knowledge and expertise to address the challenges
experienced by general healthcare practitioners (Slevin et al. 2007, Heslop et al. 2013).
CNLDs in this study demonstrated the ability to work with secondary healthcare colleagues
to promote healthcare improvement strategies for quality and safety, sharing feedback and
at times learning from mistakes, adverse and positive experiences. However, it should be
noticed that establishing and sustaining interdisciplinary relationships takes time, energy,
commitment and importantly, interest, and it appears that maybe the role of the CNLD to
provide the necessary specialist advice to secondary healthcare staff to influence healthcare
outcomes.
4.6.2

Awareness raising

In 2010, Mencap, launched their ‘Getting it Right’ Charter to encourage healthcare
organisations to work towards specific improvements they could make to ensure people with
learning disabilities can access their services. This charter was brought about to address the
health inequalities that were highlighted in the ‘Treat Me Right’ (2004) and ‘Death by
Indifference’ (2007) reports. NHS organisations in Wales were asked to sign up to the
charter, and pledge to ‘see the person, and not the disability’. In addition, to this charter, in
Wales in 2014, as already discussed in this chapter, a 1000 Lives ‘Care Bundle’ (Public
Health Wales, 2014) was introduced which looked at ‘Improving general hospital care of
patients who have a learning disability’. This was an improvement guide and has been
produced to enable healthcare organisations and their teams to successfully implement a
series of interventions to improve the safety and quality of care that their patients receive.
Within this guide, a lack of awareness of learning disabilities was listed as a professional
barrier which could inhibit effective healthcare services.
During the qualitative interviews, participants were able to recall incidents whereby there
was little or no awareness of learning disabilities by secondary healthcare staff. One CNLD
described the lack of understanding by the secondary care clinical team around the amount
of preparatory work that was needed for her client to attend a hospital appointment:
“it was cancelled, the first time round, we was so disappointed, just because of the amount
of planning that went into this to ensure a positive experience going through this, they don’t
appreciate all the outside work that goes on around it. It did not enter their head all the work
that had gone on and
the two hours travel time that it takes to get there. …In the end I had to write a letter to the
consultant and senior nurse to explain the work that had gone in to this referral.” (G14)
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The clinical team appeared to have a lack of understanding around the support that the
person with learning disabilities needed. The appointment was cancelled which meant that
all the work that was done would need to be repeated. This did not seem to be considered
by secondary care. The CNLD described writing a letter to the clinical team to explain this
and ultimately raise awareness of the support needs of people with learning disabilities.
During this qualitative phase, a CNLD was able to recall micro teaching sessions that she
delivered to different wards around nursing patients with learning disabilities:
“I went in on their handover and talked about the secondary care pathway, the key drivers
and also the tools they should be using when nursing patients with learning disabilities, such
as the hospital passport system and the DISDAT” (A1)

This research study highlights that where necessary the CNLD takes on an awareness
raising role in order to influence health outcomes for people with learning disabilities.

4.6.3

Promoting the use of Care Bundle (Public Health Wales, 2014)

As already stated, the Care Bundle was launched by Public Health Wales (2014). The Care
Bundle states that within four hours of attendance or admission to secondary healthcare, the
CLDT should be notified to help liaise with investigating departments. This means that a
professional within the CLDT would be able available to support the patient and their
family/carers. However, despite the launch of the care bundle in Wales, it appears that some
hospital departments are not aware of these documents, and at times it is the role of the
CNLD to highlight and promote the use of the care bundle within secondary healthcare:
“They had heard about the care pathway but didn’t have a copy of the documents to hand, I
think what worked was I had all the secondary care pathway documents with me and
ensured that they looked at them and the fact that they had the training as well worked really
well.” (B4)
“We had all this available, but the staff on the ward were not aware of the secondary care
pathway and care bundles as far as I am aware, I think at one point they lost some of his
notes. We had it all completed, but I don’t think they took any notice of it.” (C5)
I don’t think they had seen these documents before (care bundle documentation), they
wouldn’t have asked for them, if I had not shown them” (A1)
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As mentioned above the care bundle states that within four hours of admission to hospital, the
clinical team should notify the CLDT. However, it seems that on occasions the clinical team
within secondary healthcare are not aware of the care bundles and it is a role of the CNLD to
promote the care bundle and make staff aware of the process that needs to be implemented.
This obvious lack of awareness of the care bundle could have significant consequences to the
health needs of people with learning disabilities. The lack of awareness of the care bundle and
drivers is a serious problem, which raises significant patient safety concerns. If the CNLD had
not been involved due to capacity issues as evidenced in the CIPOLD report (Heslop et al,
2013) or due to the fact that they are generally only available during office hours it is
questionable whether these individuals would have been given appropriate healthcare. This
lack of awareness is acknowledged in mortality reports (LeDeR, 2019, CIPOLD, 2013).

4.6.4

Advocacy

The sometimes complex nature of physical health needs of people with learning disabilities
may mean that people with learning disabilities, their families and carers may find
themselves receiving healthcare services in different places, seeking services from different
departments or specialties, but having only brief contact with a number and a range of
healthcare professionals. Healthcare services may seem highly fragmented, and healthrelated information may appear difficult to obtain or comprehend, making decisions relating
to the person’s illness and care more difficult. Consequently, Eliis and Hartley (2005)
describe people with learning disabilities and their families and or carers needing people
who can assist them to negotiate the healthcare system – that is they need advocates.
Northway and Jenkins (2002) explain that it is often assumed that nurses should take on an
advocacy role. Certainly, this is viewed as a fundamental part of their professional
responsibility (Nursing and Midwifery Council, 2018). For CNLDs working with people who
have a learning disability in a hospital setting, this is particularly important since it has been
argued that disability may increase vulnerability (RCN, 2018) and that advocacy can form
part of a wider strategy of empowerment (Northway & Llewellyn, 2008).
CNLDs described feeling frustrated on their clients’ behalf and needing to therefore advocate
for them to ensure a satisfactory quality of care. A CNLD was able to describe a procedure
being cancelled at short notice, and feeling frustrated due to the amount of preparatory work
that had gone in:
“I think initial frustration, quite testing, that is where I felt I needed to advocate for him. I
needed to make sure that I had responded in some way on behalf of him you know because
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I just thought it was so appalling how everything was managed, and the procedure being
cancelled, I wrote a letter to the consultant and senior ward manager to express my
concerns, it was soon re-booked, and to actually go there the second time and see it go
according to plan from admission to discharge was amazing” (G14)
Here the CNLD explained that they felt frustrated that a lot of work had gone in to preparing
the client for their procedure, only for it to be cancelled at short notice. The CNLD felt that
they needed to advocate for their client in order to ensure a positive healthcare outcome.
The CNLD advocated for the client by writing to the senior management clinical team to
express concern and raise awareness of the amount of work that would have gone in to
prepare the person with learning disabilities and their family/carers. As a result of this, the
care was urgently rescheduled in order to minimise any impact to the individual, there was
also an apology letter sent to the individual and the ward requested that the CNLD provide
them with awareness training around anticipatory reasonable adjustments.
Another CNLD was able to describe their advocacy role by describing a person with severe
learning disabilities, who would have been non-verbal and needed to advocate to ask the
clinical team to stop the procedure due to the client being distressed:
“He had the procedure with local anesthetic, and he has severe learning disabilities and
didn’t really understand the process. I think if I wasn’t there they would have kept on trying to
carry out the procedure, they didn’t seem to listen to his family. I had to tell them to stop as
he was so distressed. This was not fair to him.” (B3)
In addition to the issues raised around coordination, reasonable adjustments and care
pathways, there is no surprise that the advocacy role of the CNLD has been highlighted. The
CNLD describes that the clinical team did not appear to listen to the client’s family. Heslop at
el (2013) reported in their study that paid carers felt as though they could not get their voice
heard, and at times felt intimidated by medical professionals.
4.7

Summary

This chapter has explored the findings from stage one of the study and has discussed the
role of the CNLD when overcoming any barriers to support individuals with learning
disabilities access secondary healthcare. The findings are structured around the key and sub
themes that have been generated by stage one of the study. In addition, the current
evidence base is explored to strengthen the discussion. It is evident from stage one findings
that CNLDs are involved in identifying, reducing, or removing barriers in supporting access
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to healthcare. Their practice is clearly in line with the social model of disability, which argues
that people are disabled by barriers in society, and not by their impairment. The next
chapter will explore the findings of stage two, the quantitative stage of the study.

132

5.0 Chapter Five: Stage Two Findings
5.1

Introduction

The second chapter of findings outlines the data generated from stage two of the research
study. The following objectives are related to stage two of the research:


To explore the extent to which the activities identified during stage one interviews are
carried out by CNLDs.



To explore the influences on the role of the CNLD in terms of their geographical
location.



To explore the differences in the role of the CNLD depending upon salary grade.

The survey was structured around the themes generated in stage one and therefore this
chapter will present findings under these headings. Key themes and subthemes that
emerged from interviews were shown in Table 4.1. In relation to each theme discussed, the
frequency of the activity carried out will be presented, in addition to any relationship between
the salary grade and geographical location of the CNLD. Firstly, the demographic data will
to be presented to provide an overview of the respondents.
5.2

Demographic Information

There were 114 surveys distributed in total with 112 returned, a response rate of 98%. As
there was no missing data, all completed surveys were analysed (n=112). Twenty (17.9%)
surveys were completed by male CNLDs and 92 (82.1%) were completed by female CNLDs.
5.2.1

Age Group of respondents

Figure 5.1 sets out the age group of respondents that completed and returned surveys
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Age Range of CNLDs
Total Number of CNLDs
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Figure 5.1 Age Range of Respondents
Results show that nearly half (n=55) of respondents that completed surveys were aged
between 45-54 years, with 25.9% (n=29) of respondents aged between 35-44 years.
Twelve-point five percent (n=14) were aged over 55 years. Therefore, overall, 61% (n=69) of
respondents were over the age of 40 years.
5.2.2

Language used by Respondents

Figure 5.2 shows the language spoken by respondents in their place of work.

Language used by CNLDs in their place of work
Both
18%
Welsh
0%

English
82%
English

Welsh

Figure 5.2 Language used by Respondents
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Both

Eighty-two-point one percent (n=92) of respondents speak English in their place of work,
with 17.9% (n=20) of respondents speaking both English and Welsh in their place of work.
No respondents appear to speak only Welsh.
5.2.3

Registration of Participant

Figure 5.3 shows the job title of the community learning disability nurse. Depending on when
the registered nurse completed their nurse training would determine how they are registered
on the Nursing and Midwifery (NMC) register. It should be acknowledged that the overall
number of qualifications recorded in figure 5.3 is greater than 112 as some respondents held
more than one qualification.

NMC Registration of Respondents
13

4
Enrolled Nurse
Regsitered Learning Disability
Nurse (RNLD)
Registered Mental Health
Nurse (RMN)
Other

108

Figure 5.3 NMC Registration of Respondents
Ninety-seven percent (n=108) of respondents were Registered Learning Disability nurses
(RNLDs). Two respondents were both enrolled nurses and RNLDs, one respondent was a
RMN, and three respondents recorded ‘other’ registrations, these were reported to be
‘Specialist Practitioner (LD)’, which is likely to be a specialist community qualification.

5.2.4

Duration of Nursing & Midwifery Council (NMC) Registration

The NMC regulates nurses in midwifes in England, Wales, Scotland, and Northern Ireland.
They set standards of education, training, conduct and performance to ensure the nurses
and midwives can deliver high quality healthcare. All nurses practising in Wales must be
registered with the NMC.
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Respondents were asked to record how long they have been registered with the NMC, this is
shown in Figure 5.4

NMC Registration (years)
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Number of CNLDs
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40
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0
Less than two years

2-5 years

6-20 years

21+ years

Number of years

Figure 5.4 Duration of NMC registration
Nearly half (n=55) of respondents have been registered with the NMC over twenty-one
years, with 37.5% (n=42) of respondents registered between six and twenty years.
5.2.5

Qualifications

Respondents were asked to record their highest level of qualification; these are shown in
Figure 5.5.

Qualifications held by respondents
GCSE or equivalent
9%
Post-graduate
degree
27%

Diploma
17%

Post-graduate
certificate
6%

A Level or
equivalent
15%

Undergraduate
degree
26%

Figure 5.5 Qualifications held by respondents
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Twenty seven percent (n=30) of respondents are educated to post-graduate degree level,
with 26% (n=29) of respondents educated to undergraduate degree level. This means that
over half of the respondents are educated to at least degree level.
5.2.6

Number of Years Employed as a CNLD

Figure 5.6 shows how long respondents have been employed as a CNLD.

Number of Years Employed as a CNLD
30

Number of CNLDs

25
20
15
10
5
0
Less than 2 years

2-5 years

6-10 years

11-15 years

16-20 years

21+ years

Figure 5.6 Number of Years Employed as a CNLD
Nearly one quarter (24.1%) of respondents have been employed as a CNLD for over 21
years, with 17.9% (n=20) employed as a CNLD for between 16-20 years. 18.8% (n=21) of
respondents have been employed as a CNLD between 6-10 years.

5.2.7

Banding of CNLD

All registered nurses start at a Band 5 (salary grade) upon qualification. Throughout Wales,
CNLDs are working at Band 5, 6 7 and 8. Band 7 & 8 CNLDs are usually lead nurses within
their team. CNLDs working within these bands are shown in figure 5.7 below.
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Salary Grade or Banding of Respondents
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Figure 5.7 Salary Grade or Banding of Respondents
Analysis showed that 61.6% (n=69) of respondents were employed as band 6 CNLDs with
22.3% (n=25) employed as band 7 CNLDs. This is an important point to note as stage one of
this research study included only band 5 and band 6 nurses. Prior to commencement of this
study, it was envisaged that band 5 and band 6 nurses carry out the majority of the work
involved in supporting access to healthcare. However, it is clear to see from stage two of the
research that all bandings of CNLDs carry out activities to support access to healthcare.
Therefore, it would have been prudent to included band 5, 6, 7 and 8 nurses within stage
one of this research study. This would have ensured that data was fully representative of all
CNLDs practicing in Wales at the time of data collection. This is a perceived limitation of the
research study.
5.2.8

Geographical Area of CNLD

There are 7 health boards in Wales, with 5 of these providing specialist services to people
with learning disabilities. As already stated in previous chapters, one health board provides
services to people with learning disabilities living in the two other geographical health board
areas. It was important to recognise which geographical area they are employed in as
different health boards have introduced additional measures in order to improve their clients’
access to secondary healthcare and this is relevant to the focus of this study (the liaison role
of the CNLD). Table 5.8 details the geographical area that the CNLD would cover.
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Health board

n (%)

Heath board A

13 (11.6)

Health board B

16 (14.3%)

Health board C

15 (13.4%)

Health board D

9 (8%)

Health board E

34 (30.4%)

Health board F

9 (8%)

Health board G

16 (14.3%)

Table 5.1 Geographical Area of Employment
The greatest number of responses were received from health board E, with a response rate
of 30.4% surveys returned from this health board. Health board A and Health board F both
returned 9 surveys each.

5.3

Proactive/Preparatory Work

A recurring theme from each of the stage one interviews was the amount of time spent by
the CNLD working with the individual to prepare them to access secondary healthcare. The
following subsections explore the frequency that each activity is completed by the CNLD.

5.3.1

Referrals received from primary care

Figure 5.8 details overall how often referrals are made to CNLDs from primary healthcare to
support their patients to access secondary healthcare.
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Frequency of referrals recieved from primary care
Almost Always Always
6%
1%

Never
16%
Almost Never
19%

Sometimes
58%

Figure 5.8 Frequency of Referrals received from Primary Care
Fifty eight percent (n=65) of respondent’s report receiving referrals from primary healthcare
sometimes, with 18% (n=18) reporting to never receive referrals from primary healthcare and
21% (n=21) reporting almost never receiving referrals from primary care.
A Spearman’s Correlation test was performed to understand whether there is an association
between banding of CNLD and receiving referrals from primary healthcare (r = 0.122, p=
0.202). There is no significant relationship between the band of the CNLD and receiving
referrals from primary healthcare. However, it should be noted that the referral will come to
the community team rather than individual nurse.
A Kruskal Wallis test was performed to understand if there is a difference between
geographical area and referrals from primary care (χ2= 7.435, p= 0.282). There is no
significant difference between the geographical location of the CNLD and receiving referrals
from primary healthcare.
5.3.2

Capacity & Consent

Sixty percent (n=68) of respondents reported that they are sometimes involved in capacity
and consent meetings when supporting their clients access secondary care, with a
cumulative 34% (n=38) reporting that they almost always or always are involved in capacity
and consent meetings. Figure 5.9 details the frequency of capacity and consent meetings:
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Frequency of capacity/ consent meetings
Always
5%

Never
2%

Almost Never
3%

Almost Always
29%

Sometimes
61%

Figure 5.9 Frequency of Capacity & Consent meetings
A Spearman’s Correlation was performed to understand whether there is a relationship
between banding of CNLD and being involved in capacity and consent meetings when
supporting their clients access secondary health (r = 0.045, p= 0.635). There is no significant
relationship between the band of the CNLD and their involvement with capacity and consent
meetings.
A Kruskal Wallis test was performed to understand if there is a difference between
geographical area and involvement with capacity and consent meetings (χ2= 3.762, p=
0.709). There is no significant difference between the geographical location of the CNLD in
terms of how frequently respondents are involved in capacity and consent meetings.
5.3.3

Person Centered care planning

Thirty four percent (n=38) of respondents reported to sometimes complete a personcentered care plan, with 32.1% (n=36) reporting that they almost always complete a personcentered care plan and 21.4% (n=24) reporting that they always complete a person-centered
care plan when supporting access to secondary healthcare. Figure 5.10 details the
frequency of person centred care planning:
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Frequency of person centred care planning
Always
21%

Almost Never
9%

Never
4%

Sometimes
34%
Almost Always
32%

Figure 5.10 – Frequency of person centred care planning
A Spearman’s Correlation was performed to understand whether there is a relationship
between banding of CNLD and completing a person-centered care plan (r = -0.025, p=
0.792). There is no significant relationship between the band of the CNLD and completing a
person-centered care plan.

A Kruskal Wallis test was performed to understand if there is a difference between
geographical area and person-centered care planning (χ2= 8.748, p= 0.188). There is no
significant difference between the geographical location of the CNLD and completing a
person-centered care plan.

5.3.4. Risk Assessment
More than half (n=57) of respondents reported to sometimes complete a risk assessment
whilst supporting their client to access secondary healthcare, with 14.3% (n=16) reporting
that they are almost always complete a risk assessment and 17.9% (n=20) reporting that
they always complete a risk assessment. Figure 5.11 details the frequency of completion of
risk assessments:
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Frequency of Completion of Risk Assessment
Always
18%

Almost Never
10%

Never
7%

Almost Always
14%

Sometimes
51%

Figure 5.11 – Frequency of completion of risk assessment
A Spearman’s Correlation was performed to understand whether there is a relationship
between banding of CNLD and completing a risk assessment (r = -0.002, p= 0.987). There
is no significant relationship between the band of the CNLD and completing a risk
assessment.
A Kruskal Wallis test was performed to understand if there is a difference between
geographical area and person-centered care planning (χ2= 6.625, p= 0.357). There is no
significant difference between the geographical location of the CNLD and completing a risk
assessment.
5.3.5

Discharge Planning

Ninety percent (n=101) of respondents reported to be involved in discharge planning when
supporting their client when accessing secondary healthcare. A Chi-Square test was
performed which looked at the association between discharge planning and the banding of
the CNLD (χ2= 1.549, df=3, p=0.671). There appears to be no association between
involvement in discharge planning and the band of the CNLD.

Respondents were asked if they are involved in discharge planning with a simple or yes or
no answer rather than a Likert scale to determine frequency due to the different activities
specified in the interviews. A further Chi-Square test was performed to understand any
association between health board area and discharge planning (χ2= 2.811, df=6, p=0.832).
There appears to be no association between involvement in discharge planning and the
health board area of CNLD. Further data can be found in relation to discharge planning and
salary grade and geographical area in appendix 16 (table 1 & 2).
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5.3.5.1 The Role of the CNLD in Discharge Planning
Respondents who were involved in discharge planning (n=101) were asked to complete an
additional question around their role in discharge. Further details of the discharge activities
and current banding or salary grade can be found in appendix 16 (table 3).

A Chi-square test was performed to understand if there is an association between the
different discharge planning activities and the band of the CNLD. There was no association
between initiating or arranging a discharge meeting and banding (χ2= 0.685, df=3, p=0.877),
discussing discharge medication and banding of CNLD (χ2= 0.749, df=3, p=0.862),
discussing follow-up appointments and banding of CNLD (χ2= 1.060, df=3, p=0.787),
referring client to MDT and banding of CNLD (χ2= 0.693, df=3, p=0.875), and arranging
handover of information (χ2= 0.488, df=3, p=0.922). Therefore, there appears to be no
association with any of the areas of discharge activities and the band of the CNLD.

Further details in relation to details of this discharge planning role in relation to the
geographical health board area in which the respondent is based can be found in appendix
16 (table 4)

A Chi Square test was performed to understand if there is an association between the areas
of discharge planning and health board area that CNLD works within. There appears to be
no association between initiating/arranging a discharge meeting (χ2= 2.811, df=6, p=0.832),
between discussing follow-up appointments (χ2= 1.470, df=6, p=0.157), referring to MDT
(χ2= 6.875, df=6, p=0.333), and arranging handover of information (χ2=5.866, df=6,
p=0.438) and health board area. However, there is an association between discussing
discharge medication and health board area (χ2= 1.470, df=6, p=0.005). This is an area that
will need to be further explored. The main variable in terms of health board area is whether
there is an LDLN in post. It appears that when there is a LDLN in post, medication
monitoring is a less prevalent activity of the CNLD.
5.3.5.2 Other Discharge planning tasks
Respondents were given an opportunity to specify any other aspects of the discharge role.
Respondents did not specify any other elements of their role in relation to discharge of
clients from secondary healthcare.
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5.4

Reasonable Adjustments

As already stated in the previous chapter, health boards are required to facilitate reasonable
adjustments under the Equality Act (2010). Respondents were asked to recall what
reasonable adjustments they would facilitate when supporting their client to access
secondary healthcare. Details of the types of reasonable adjustments can be found in
appendix 16 (table 5 & 6).

A Chi-square test was performed to understand any association between reasonable
adjustments and banding of the CNLD. There appears to be no association between
providing accessible information (χ2= 1.269, df=3, p=0.736), implementing a personalised
care pathway (χ2= 0.502, df=3, p=0.918), visit to ward or department (χ2= 0.999, df=3,
p=0.801, changes to appointment times (χ2= 0.621, df=3, p=0.892), changes to processes
or procedure (χ21.682, df=3, p=0.641) and banding of CNLD.

In order to understand if there was any association between the reasonable adjustment
carried out and the geographical area. The results are shown in Table 5.18 in appendix 16.
A further Chi Square test was performed to understand if there was an association between
the reasonable adjustment and health board area. There appears to be no association
between providing accessible information (χ2= 3.442, df=6, p=0.752), implementing a
personalised care pathway (χ2= 5.213, df=6, p=0.517), changes to appointment times (χ2=
5.373, df=6, p=0.497), changes to processes or procedure (χ2= 6.941, df=6, p=0.326) and
health board area that CNLD works in.

There is, however, an association between health board area and whether a visit to ward or
department is made as part of the support given to access secondary healthcare (χ2=
19.792, df=6, p=0.003). Again, this needs further exploration, however, existing evidence
reports that LDLNs are likely to visit wards or departments prior to admission or appointment
proactively. Therefore, this may negate the need for CNLDs to undertake this role.

Respondents were given an opportunity to specify any other reasonable adjustments they
would make when supporting their client access healthcare. Respondents did not specify
any further reasonable adjustments.
5.5

Therapeutic Relationships

Another key theme generated from stage one data related to the therapeutic relationships
the CNLD developed with the person with learning disabilities, and their families and or paid
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carers. The following subsections relate to the activities that the CNLD would carry out that
contribute to the therapeutic relationship.
5.5.1

Direct client support

Respondents were asked how often they provided direct support to their clients. For
example, this could be attending hospital appointments, pre-visits to wards to discuss
procedure. The frequency of providing direct client support is shown in Figure 5.12

Direct client support when accessing secondary healthcare
Never
Almost
Never
Always 0%
2%
14%
Never
Sometimes
44%

Almost Never
Sometimes

Almost Always
40%

Almost Always
Always

Figure 5.12 Frequency of Providing Direct Client Support
More than half of respondents (n=68) reported that they provide direct client support
sometimes, with 27.7% (n=31) of respondents reporting that they almost always provided
direct client support and 4.5% (n=5) reporting to always provide direct client support.
A Spearman’s Correlation was performed to understand whether there is a relationship
between banding of CNLD and providing direct client support (r=-2.14, p=0.136). There is no
relationship between the banding of the CNLD and whether they provide direct client
support. Also, a Kruskal Wallis test was performed to understand if there is a difference
between health board area and providing direct client support χ2=7.383, p=0.287). There is
no difference between health board area and providing direct support to the client.

5.5.2 Key Contact
Respondents were asked how often they were the key contact for their client, families/paid
carers or health professionals when supporting access to secondary healthcare. Their
responses are shown in Figure 5.13
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Frequency of being a key contact
Always
14%

Never
0%

Almost Never
2%

Sometimes
44%

Almost Always
40%

Figure 5.13 Frequency of being a Key Contact for Client

Forty four percent (n=49) of respondents reported to sometimes be a key contact, and
40.2% (n=45) reported to almost always be a key contact when supporting their client to
access secondary healthcare. Fourteen-point three percent (n=16) of respondents reported
to always be a key contact.
A Spearman’s Correlation was performed to understand whether there is a relationship
between banding of CNLD and the CNLD being a key contact (r=--0.158, p=0.096). There is
no relationship between the banding of the CNLD and whether they are a key contact. Also,
a Kruskal Wallis test was performed to understand if there is a difference between health
board area and being a key contact (χ2=6.495, p=0.370). There is no difference between
health board area and being a key contact.

5.5.3

Knowledge Exchange

Respondents were asked how often they develop positive relationships with secondary
healthcare staff to ensure exchange of specialist knowledge. The results are shown in Table
5.14 overleaf.
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Frequency of Knowledge Exchange with Secondary
Healthcare staff
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Figure 5.14 Frequency of Knowledge Exchange with Secondary Healthcare staff
Thirty six percent (n=40) of respondents reported to almost always develop positive
relationships with secondary healthcare staff in order to facilitate specialist knowledge
exchange.
A Spearman’s Correlation was performed to understand whether there is a relationship
between banding of CNLD and knowledge exchange (r=-.0.146, p=0.125). There is no
relationship between the banding of the CNLD and knowledge exchange. Also, a Kruskal
Wallis test was performed to understand if there is a difference between health board area
and knowledge exchange (χ2=9.248, p=0.160). There is no difference between geographical
area and knowledge exchange.
5.5.4 Family Support
Respondents were asked how often they provide support to families, when supporting
access to secondary healthcare. The results are shown in Figure 5.15 overleaf.
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Frequency of providing support to families

Always
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Figure 5.15 Frequency of Providing Support to Families
Thirty eight percent (n=43) of respondents reported to almost always provide support to
families when supporting access to healthcare. Twenty-six-point eight percent (n=30) of
respondents reported to always provide support to families.
A Spearman’s Correlation was performed to understand whether there is a relationship
between banding of CNLD and the CNLD providing support to families (r=-0.101, p=0.291).
There is no relationship between the banding of the CNLD and whether they provide support
to families. Also, a Kruskal Wallis test was performed to understand if there is a difference
between health board area and providing direct client support (χ2=6.272, p=0.393). There is
no difference between health board area and providing support to families.
5.5.5

Support to paid carers

Respondents were asked how often they provided support to paid carers when supporting
their client access secondary healthcare. The results are shown in Figure 5.16 overleaf.
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Frequency of providing support to paid carers
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Figure 5.16 Frequency of Proving Support to Paid Carers
Forty two percent (n=47) of respondents reported that they almost always provide support to
paid carers when supporting access to secondary healthcare.
A Spearman’s Correlation was performed to understand whether there is a relationship
between banding of CNLD and the CNLD providing support to paid carers (r=-0.48,
p=0.613). There is no relationship between the banding of the CNLD and whether they
provide support to paid carers. Also, a Kruskal Wallis test was performed to understand if
there is a difference between health board area and providing direct client support (χ2=4.887,
p=0.558). There is no difference between health board and providing support to paid carers.

5.5.6

Interpreting Information

A sub-theme generated during stage one was interpreting information for clients, families,
and paid carers in a variety of ways. Respondents were asked to report on which methods of
interpretation they used. Further details can be found in appendix 16, table 7.
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A Chi Square test was performed to understand if there is an association between
interpreting information and banding of CNLD. The results are shown in Table 5.2 below:
Pearson Chi-Square

Value

Df

Asymptotic
Significance (2sided)

Meeting prior to
appointment
Seek further clarification
Complete accessible
guidelines for staff/carers

1.539

3

0.673

1.970
2.999

3
3

0.579
0.392

Provide debriefing for
clients
Debriefing for families

3.475

3

0.324

1.407

3

0.704

Debriefing for paid carers 2.255
3
0.521
Table 5.2 Pearson Chi-Square tests on interpreting information and banding or salary
grade of CNLD
There appears to be no association between meeting with client before appointment (χ2=
1.539, df=3, p=0.673), seeking further clarification (χ2= 1.970, df=3, p=0.579), providing
accessible guidelines for staff (χ2= 2.999, df=3, p=0.392), debriefing for clients (χ2= 3.475,
df=3, p=0.324), debriefing for families (χ2= 1.407, df=3, p=0.704), debriefing for paid carers
(χ2= 2.255, df=3, p=0.521) and banding. Further details relating to ways that the CNLD will
interpret information across health board area can be found in appendix 16 (table 8).
A further Chi Square test was carried to understand if there is an association between
interpreting information and health board area. The results are shown in Table 5.3 below:
Pearson Chi-Square

Value

Df

Asymptotic
Significance (2sided)

Meeting prior to
8.275
6
0.219
appointment
Seek further
4.912
6
0.555
clarification
Complete accessible
4.272
6
0.640
guidelines for
staff/carers
Provide debriefing for
1.490
6
0.960
clients
Debriefing for families
4.533
6
0.605
Debriefing for paid
3.512
6
0.742
carers
Table 5.3 Pearson Chi-Square tests exploring the relationship between interpreting
information and health board area that the participant works in.
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There appears to be no association between meeting with client before appointment (χ2=
8.275, df=6, p=0.219), seeking further clarification (χ2= 4.912, df=6, p=0.555), providing
accessible guidelines for staff (χ2= 4.272, df=6, p=0.640), debriefing for clients (χ2= 1.490,
df=6, p=0.960), debriefing for families (χ2= 4.533, df=6, p=0.605), debriefing for paid carers
(χ2= 3.512, df=6, p=0.742) and geographical area.
5.6

Coordination

A key theme derived from stage one data was coordination of care from referral to discharge
and beyond.
5.6.1 Multi-Disciplinary Team Working
Respondents were asked how often they attend multi-disciplinary meetings when supporting
access to health care, the results are shown in figure 5.17.

Frequency of attending MDT Meetings
Always
19%

Never
0%

Almost Never
2%
Sometimes
36%

Almost Always
43%

Figure 5.17 Frequency of MDT Meetings
Forty three percent (n= 48) of respondents reported to almost always attend multidisciplinary meetings when supporting a client to access to healthcare. 19.6%(n=22) of
respondents reported to always attend multi-disciplinary meetings.
A Spearman’s Correlation was performed to understand whether there is a relationship
between banding of CNLD and the CNLD attending MDT meetings (r=--0.062, p=0.518).
There is no relationship between the banding of the CNLD and whether they attend multidisciplinary team meetings. Also, a Kruskal Wallis test was performed to understand if there
is a difference between health board area and attending MDT meetings (χ2=13.479,
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p=0.036). There is a significant difference between health board area and whether the
CNLD attends MDT meetings. Again, this needs further exploration, and possibly relates to
the LDLN attending MDT meetings, rather than the CNLD.
5.6.2

Working across health boards or services

Respondents were asked how often they work between or across health boards and
services. The results are shown in Figure 5.18 below.

Frequency of working across health boards or services
Always
21%

Never
0%

Almost Never
12%

Sometimes
38%

Almost Always
29%

Figure 5.18 Frequency of Working Between or Across Health Boards and Services
Thirty four percent (n=43) of respondents reported to sometimes work between or across
services when supporting access to healthcare. Twenty-one-point four percent of
respondents reported to always work between or across health boards or services when
supporting a client to access secondary healthcare.
A Spearman’s Correlation was performed to understand whether there is a relationship
between banding of CNLD and the CNLD working across health boards and services (r=0.014, p=0.887). There is no relationship between the banding of the CNLD and whether
they work across different health boards and services. In addition, a Kruskal Wallis test was
performed to understand if there is a difference between geographical area and working
across areas (χ2=24.374, p=0.000446). There is a relationship between health board area
and working across health boards and settings.
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5.6.3

Medication Monitoring

Respondents were asked how often they monitor any medication prescribed by secondary
healthcare staff. The results are shown in Table 5.19 below.

Frequency of Medication Monitoring
Never
10%

Always
13%

Almost Never
16%

Almost Always
18%

Sometimes
43%

Figure 5.19 Frequency of Medication Monitoring
Forty three percent (n=48) of respondents reported that they sometimes monitor any
medication prescribed by secondary healthcare staff. 17.9% (n=20) of respondents reported
to almost always monitor medication.
A Spearman’s Correlation was performed to understand whether there is a relationship
between banding of CNLD and the CNLD monitoring medication (r=--0.087, p=0.359). There
is no relationship between the banding of the CNLD and whether they monitor medication.
Also, a Kruskal Wallis test was performed to understand if there is a difference between
health board area and monitoring medication (χ2=6.611, p=0.011). There is a difference
between geographical area and monitoring medication.
5.6.4

Partnership Working with the Learning Disability Liaison Nurse (LDLN)

Respondents were asked if there was a Learning Disability Liaison Nurse (LDLN) in post, how
often did they work with them. The results are shown in Figure 5.20.
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Frequency of Partnership working with LDLN
Always
14%

Never
0%

Almost Never
2%
Sometimes
44%

Almost Always
40%

Figure 5.20 Frequency of Partnership Working with LDLN
Thirty five percent (n=39) of respondents reported that there is no LDLN in place. Of those
respondents that work with a LDLN, 24.1% (n=27) report to almost always work in
partnership with the LDLN and 23.2% (n=26) report to always work with the LDLN.
A Spearman’s Correlation was performed to understand whether there is a relationship
between banding of CNLD and working in partnership with the LDLN (r=--0.041, p=0.665).
There is no relationship between the banding of the CNLD and whether they work in
partnership with the LDLN. Also, a Kruskal Wallis test was performed to understand if there
is a difference between geographical area and working in partnership with the LDLN
(χ2=79.319, p=0.000). There is a difference between geographical area working in
partnership with the LDLN. This calculation was performed on only those respondents who
indicated that there is a LDLN in post, therefore, indicating that there is a geographical
variation in how CNLDs work with LDLNs.

Sixty one percent of Respondents reported that LDLNs were based in hospital settings, with
3 respondents (2.7%) reporting they are based in community and 39 respondents did not
complete the question which means there was no LDLN in post.
5.7

Influencing Healthcare Outcomes

The fourth key theme identified from stage one data was the role of the CNLD in influencing
healthcare outcomes for the person with learning disabilities. Within this theme, there were
sub-themes discussed which influenced the health outcomes for individuals with learning
disabilities.
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5.7.1

Advice and Consultancy

Respondents were asked how frequently they provided advice and consultancy to secondary
healthcare staff. Results are shown in Figure 5.21.

Frequency of providing advice and consultancy
Always
17%

Never
1%

Almost Always
28%

Almost Never
7%

Sometimes
47%

Figure 5.21 Frequency of Providing Advice & Consultancy
Forty seven percent (n=53) of respondents reported that they sometimes provide advice and
consultancy. 27.7% (n=31) of respondent’s report that they almost always provide advice
and consultancy to secondary healthcare staff.
A Spearman’s Correlation was performed to understand whether there is a relationship
between banding of CNLD and providing advice and consultancy (r=--0.049, p=0.610).
There is no relationship between the banding of the CNLD and whether they provide advice
and consultancy. Also, a Kruskal Wallis test was performed to understand if there is a
difference between geographical area and providing advice and consultancy (χ2=79.319,
p=0.000). There a difference between health board area and providing advice and support.
Again, this will need to be further explored, however, it is anticipated that this difference
relates to the LDLN providing advice and consultancy to secondary healthcare staff, and
thus removing the need for CNLDs to carry out this activity when there is a LDLN in post.

5.7.2

Promote use of Care Bundle (Public Health Wales, 2014)

Respondents were asked how frequently they promote the use of the 1000 Lives Care
Bundle (Public Health Wales, 2014). The results are shown in Figure 5.22.
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Frequency of promoting the use of the care bundle

Always
30%

Never
11%

Almost Never
11%

Sometimes
29%

Almost Always
19%

Figure 5.22 Frequency of Promoting Care Bundle (Public Health Wales, 2014)

Thirty percent (n=34) of respondents reported that they always promote the use of the Care
Bundles, 29.5% (n=33) of respondent’s report that they sometimes promote the use of the
Care Bundles (Public Health Wales, 2014). Of importance to note, is that 22% of CNLDs
never, or almost never promote the use of the All-Wales Care Bundle. The Care Bundle was
launched by Public Health Wales in 2014, with a ministerial push. This will need to be further
explored as a matter of urgency.
A Spearman’s Correlation was performed to understand whether there is a relationship
between banding of CNLD and promoting use the Care Bundle (r=--0.103, p=0.279). There
is no relationship between the banding of the CNLD and whether they promote 1000 lives
care bundle. Also, a Kruskal Wallis test was performed to understand if there is a difference
between geographical area and promoting the Care Bundle (χ2=8.764, p=0.187). There is no
difference between geographical area and promoting Care Bundle.

5.7.3

Advocate on behalf of person with learning disabilities

Respondents were asked how frequently they advocate on behalf of their client when
accessing secondary healthcare. The results are shown in Figure 5.23 overleaf.
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Frequency of advocating for the client
Never
0%

Almost Never
0%
Sometimes
16%

Always
55%

Almost Always
29%

Figure 5.23 Frequency of Advocating for their Client

Fifty five percent (n-62) of respondents reported that they always advocate for their client
when accessing secondary healthcare. 28.6% (n=32) of respondents reporting that they
almost always advocate for their client.
A Spearman’s Correlation was performed to understand whether there is a correlation
between banding of CNLD and the CNLD advocating on behalf of their client (r=--0.058,
p=0.542). There is no relationship between the banding of the CNLD and whether they
advocate. Also, a Kruskal Wallis test was performed to understand if there is a difference
between geographical area and the advocacy role of the CNLD (χ2=11.352, p=0.078). There
is no difference between health board area and advocacy.
5.8

Additional Themes

As part of the survey were completed during stage two, respondents were given the
opportunity to provide a free text open response in any other activities they may undertake
when supporting access to healthcare. As explained, there were 112 surveys returned, 46%
(n=52) included open or free text responses. These responses were then transcribed and
analysed using thematic analysis as per stage one of the research study. From this analysis,
there were two additional themes identified. Firstly, Continuing Healthcare (CHC) discussion
was included as a subtheme within the coordination key theme. Secondly, palliative/end of
life care was included a cross cutting sub theme across each of the key themes identified.
These themes are shown in bold in the Table 5.4 overleaf.
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Sub

Proactive/
Preparatory
Work

Therapeutic
Relationships

Co-ordination

Influencing
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CNLD Referral
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Key Constant over
time and settings

Promoting MDT
Working

Advice &
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Awareness
raising

Person centred
care

Interpreting
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Reasonable
Adjustments
Risk
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Knowledge exchange

Working between
and across
services
Medication
monitoring

Themes

Supporting families &
carers

Discharge
Planning

Promoting use of
Care Bundles
Advocacy

Partnership
working with
acute liaison
nurse
CHC Discussion

Crosscutting
Palliative/End of Life Care
theme
Table 5.4 Stage Two – Key Themes & Sub Themes

5.8.1

Continuing Health Care (CHC) Discussion

Respondents made comments around coordinating CHC discussions. CHC is a complete
package of ongoing care arranged and funded solely by the NHS through local health
boards, where an individual’s primary need has been assessed as being health based. It is
one element of a range of care services for those with complex needs. Given the nature and
intensity of those needs these services account for a significant proportion of NHS
healthcare overall. CHC discussions can be particularly relevant where the health needs of
the individual has changed during admission to secondary care.
Respondents explained about preparing and coordinating Decision Support Tool (DST)
assessments around CHC funding,
“Participate in DST funding arrangements” (7)
“Ensure social care are involved if support needs change. Involved in DST meetings” (8)
“CNLD would be involved then with CHC funding process” (22)
“We would need to go through the DST funding tool if the persons health needs changed”
(24)
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“CST takes up a considerable amount of time during our liaison work” (40)
“CST funding is a big part of our role” (43)
“CHC is becoming more and more significant in our role, lots of ambiguity around what we
should be doing” (50)
“support needed with CHC funding, not sure if I should be doing as much” (51)
It appears that it is the role of the CNLD to complete DST assessments and participate in the
CHC funding process when supporting their client to access secondary healthcare. There was
also reference made to the amount of time taken in relation to this activity, and also ambiguity
around the role, with respondents explaining that they were not sure what they should be
doing, or maybe they were being involved in too much. Heslop et al (2013) reported that some
people with learning disabilities had difficulties in obtaining CHC funding. The report identified
that there was some confusion about CHC funding; that some people who were nearing the
end of their life should have been assessed for CHC funding but were not; and that there were
problems with the timeliness of the receipt of CHC funding. A recommendation from the
CIPOLD report was that people with learning disabilities should receive a timely assessment
to ensure they receive the services and funding that they are entitled to (Heslop et al, 2013).
In light of this report, and that CNLDs are not sure of their role, there is a need to ensure that
processes roles are established so that professionals are aware of their role, and people with
learning disabilities are assessed as necessary.
5.8.2

Palliative/End of Life Care

Palliative care is an approach that improves the quality of life of individuals and their families
facing the problems associated with life threatening illness, through the prevention and relief
of suffering by means of early identification and impeccable assessment and treatment of
pain and other problems, physical, psychosocial and spiritual (NHS England, 2014).
Whereas End of Life Care means that individuals are approaching the end of life when they
are likely to die within the next 12 months. This includes individuals whose death is imminent
(expected within a few hours or days) (Leadership Alliance for the Care of Dying People,
2014).
Respondents recalled working with people with learning disabilities at the end of their life or
palliative care, by supporting the individual and family/support staff with an end of life
diagnosis:
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“lots of work going in to supporting the client and the family and or support staff with an end
of life diagnosis and subsequent care planning’ (7)
“Support individuals and family carers through end of life and accessing service to meet their
appropriate needs” (38)
“Involvement in advance care planning” (39)
“I work with third sector organisations to meet EOL care needs, this works well” (45)
It appears then at times when supporting the client to access secondary healthcare, at times
the prognosis is palliative and then the role of the CNLD is around supporting their client and
family or carers around this prognosis and care planning going forward. It appears that there
is at times intense work completed by the CNLD to ensure the health needs of the individual
are met at their end of life. Unfortunately, health inequalities for people with learning
disabilities extend to palliative and end of life care. In May 2016, the Care Quality
Commission (CQC) published a thematic review which explored end of life care. The review
identified that people with learning disabilities are more likely to experience poor quality care
at the end of their life, because providers do not always understand or fully consider their
needs (Care Quality Commission, 2016). The Confidential Inquiry into premature deaths of
people with a learning disability (CIPOLD) (Heslop et al, 2013) found that for many people
with a learning disability, who were dying, end of life care was not coordinated and the
support for the person and their families could have been improved. It also identified that
people with a learning disability were less likely to have access to specialist palliative care
services and pain relief, than a comparison group of people without a learning disability.
Furthermore, research conducted by NHS National End of Life Care Programme (2011)
states that hospice, palliative care and end of life care professionals report limited contact
with people with learning disabilities and a lack of confidence in working with this group of
people and understanding their needs. This research study recognises the role that the
CNLD undertakes in end of life or palliative care in coordinating care, advance care planning
and supporting family members.
5.9

Summary

This chapter has examined the data obtained from stage two of this research study. The
survey was designed to explore the extent to which the activities discussed in stage one are
undertaken by CNLDs in Wales. Responses were obtained from 112 CNLDs.

Respondents were asked how frequently they carried out activities that were discussed in
stage one, qualitative interviews, other questions were given a yes or no answer. Over 80%
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of respondents said that they carried out an activity at least sometimes or more frequently for
each question. This is important to note, as this is a more objective measurement of the rich,
insightful data that was obtained during stage one of the research study. Data were also
tested to see if there was a significant relationship between the role of the CNLD when
supporting access to secondary healthcare, and their banding or their geographical location.

It appears that there is a significant difference between the CNLD attending multi-disciplinary
team meetings and the geographical area that they are employed within (χ2=13.479,
p=0.036). Similarly, there is also a significant difference between working across or between
health boards and services and geographical location (χ2=24.374, p=0.000446). In addition,
there is significant difference between the CNLD monitoring any medication prescribed by
secondary healthcare staff and the health board area they are employed within (χ2=6.611,
p=0.011).

As you may expect, there is a significant difference between the geographical location of the
CNLD and partnership working with the LDLN. A Spearman’s Correlation was performed,
and there is a correlation between the geographical location board of the CNLD and
partnership working with the LDLN (χ2=79.319, p=0.000). In addition, a Spearman’s
Correlation test shows that there is a significant correlation between the CNLD providing
advice and consultancy to secondary healthcare staff and geographical area that the CNLD
works in.

There appears to be no significant difference between any areas of supporting clients
access secondary healthcare and the banding of the CNLD. Both stage one and stage two
data will be discussed in more detail in the following chapter.
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6.0

Chapter Six: Discussion of Stage One and Stage Two Findings

6.1

Introduction

This chapter discusses the findings of the exploratory qualitative first stage of this study and
the second quantitative validation stage. The overarching aim of this study was to explore
how CNLDs support adults with learning disabilities access secondary healthcare. Chapter
four discussed stage one findings and explores how CNLDs support adults with learning
disabilities access secondary healthcare, and to identify any barriers and how these or
reduced or removed. Chapter five discussed the second quantitative stage and explored to
what extent do CNLDs in Wales undertake the activities that were detailed in stage one of
the study, and what influences the role in terms of their geographical location or salary
grade.

This chapter will firstly discuss the demographic information that was presented in chapter
four. This will be followed by an identification and discussion around the barriers to
accessing healthcare that people with learning disabilities may face, and the support that the
CNLD provides to overcome the barriers. The findings will be discussed in the context of
wider literature to explain how the findings of this research study compare with existing
literature and what this research study adds to the existing evidence base. It is fundamental
that both stages are discussed together, as stage two validates the data generated during
stage one of the study. Evidence suggests that adopting a sequential multiple method
approach in a study, means that it is appropriate to integrate discussion using data from both
stages (Tashakkori & Teddlie,1998). Finally, this chapter will revisit the conceptual
framework used to underpin this research study and provide the context for this discussion
within this chapter
6.2

Demographic Information

Eighteen percent (n=20) of the surveys were completed by male CNLDs and 82 % (n=92)
were completed by female CNLDs. Nursing has been viewed as a female occupation for
many years and this is still evident in the findings of several studies. In a study by Whitehead
et al (2007), all respondents who showed an interest in nursing were female and male
respondents suggested that they were not interested because it was ‘a girl’s job’ (Whitehead
et al., 2007 p. 495). In a larger-scale study (Neilson and Jones, 2012) of more than 1,000
respondents, female students were 3.77 times more likely to consider nursing as a career
choice. Nursing is a predominantly female occupation and the respondents included in this
study reflect this. Furthermore, given the high response rate (98%) and that all CNLDs
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practicing in Wales at the time were included in the survey, it could be reported that the
responses reflect the gender makeup of the population.

In addition to the gender balance discussed above, it appears that in Wales, over half (62%)
of the CNLD nursing workforce are over the age of 45. This leaves the potential for a
significant gap in the workforce as experienced nurses retire or leave the profession
(Scottish Government et al, 2012). There have been concerns about the future of the
profession highlighted over the last decade or more (Manton, 2017). The projections around
the ‘retirement time bomb’ with experienced nurses reaching long service, and those who
have Mental Health Officer status leaving the profession have been reflected in recent years.
Figures reported in Learning Disability Practice identified that the numbers of learning
disability nurses in Wales had declined by 17% between 2013 and 2017 (Walker, 2018).
Globally, nurse leaders in most developed countries are confronting the reality of a nursing
workforce that is rapidly ageing at a time when healthcare demands are increasing
(Sherman et al, 2013). McIntosh et al. (2010) suggest that the shift toward an ageing nursing
workforce has significant implications.
It is also important to note that with age comes experience and nearly a quarter of CNLDs
(n=27) who responded to the survey have over 21+ years’ experience of working as a
CNLD, with twenty two percent (n=25) having five or less years’ experience. This is
something that health boards will need to be mindful of with such a dichotomy of experience
in CNLDs, as this research study highlights a clear need for succession planning. There is a
need for health boards to work in partnership with higher education institutions to ensure that
future learning disability nurses are appropriately prepared, and feel competent and
confident to actively undertake the roles identified in this research to overcome the barriers
to ensure equitable access to healthcare for people with learning disabilities.

Furthermore, it is essential in terms of succession planning to factor in the recruitment of
student learning disability nurses. In Wales, there are two universities offering Learning
Disability Nursing; Bangor and University of South Wales and there are plans for the Open
University to start a Learning Disability programme in September 2020. In Wales, in 2019,
there were 55 commissioned places for learning disability nurses at the University of South
Wales, and there were 46 students that started the course in September 2019. The plan
from Welsh Government is to maintain current commissioned numbers over the coming
years. Again, there is a need to ensure that the increase in numbers is reflected in the
number of students that are accessing practice placements in community learning disability
teams with mentorship provided by experienced CNLDs in order to gain an understanding of
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the role and activities needed to support access to healthcare and overcome the barriers.
The introduction of the practice assessor/practice supervisor role in September 2020 as part
of the new Education Standards (NMC, 2018) will allow an increased access to extra
experience and supervision as CNLDs that were currently not mentors will be able to share
their experience with student nurses in the practice supervisor role.

Twenty seven percent (n=30) of CNLDs in Wales hold a post-graduate degree qualification
and twenty six percent (n=29) hold an undergraduate degree qualification. This finding is
somewhat interesting as you would expect the majority of CNLDs to hold an undergraduate
degree qualification as this is now a requirement for a registered nurse. It would be
interesting to evidence the subject area of the chosen post-graduate degree. Previously, one
university in Wales included a taught post graduate qualification in community nursing
studies, however this course no longer runs for learning disability nurses. There is a clear
need for career pathways and progression points to be developed across community teams,
to allow CNLDs to plan their career development.

In 2006, the four United Kingdom chief nursing officers established the modernising nursing
careers initiative. This introduced the notion of structured career planning for nurses to
enable them to develop knowledge and skills within existing roles that would also allow
progression to more senior roles. Many initiatives relating to different levels of the NHS
career framework have subsequently been advanced throughout the UK. In Wales, each of
the health boards that provide learning disability services have established development
posts for newly qualified nurses to work as CNLDs, starting off as a band 5 nurse working for
a period of between 9 to 12 months and then rotating to another community team with a view
to working towards a band 6 community nursing post. Education and training elements at all
levels of the NHS career framework should be further developed to outline the knowledge,
skills, attitudes and values required by the learning disabilities nursing workforce, including
those in specialist practice and consultant nurse roles. This would enable the planning of
education to meet workforce development needs, better meet the needs of people with
learning disabilities, their families and carers, and act as the foundation for informing future
developments in post-registration learning disabilities nursing education, research and
scholarly activity.

Despite the introduction of development posts for newly qualified nurses to work as band 5
CNLDs, only 4% (n=5) of respondents were employed as a band 5 nurse. Sixty two percent
(n=69) of CNLDs reported to be employed as a band 6 nurse. This further reinforces the
points discussed above in relation to succession planning and working in partnership with
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Education to deliver an established career pathway to meet the needs of people with
learning disabilities.

The next stage of this chapter will discuss the findings from both stage one and two of the
research study. This discussion will be underpinned by the conceptual framework – the
social model of disability and this will provide context to the discussion around the barriers to
secondary healthcare that people with learning disabilities may experience, and the role and
activities of the CNLD to overcome these barriers. The discussion will be presented around
the key themes that arose from stage one of the study and will include discussion of both
stage one and two findings.
6.3

Proactive/Preparatory Work to Support Access to Healthcare

Both stages of this research highlighted the significant amount of time that the CNLD spends
preparing and planning for the individual to access healthcare. During stage one of this
research, respondents highlighted the gap between primary and secondary healthcare as a
barrier to accessing healthcare, and the subsequent need for integrated healthcare. Fifty
eight percent (n=65) of CNLDs reported to sometimes receive referrals from the GP
requesting support to access secondary healthcare, and thirty five percent (n=39) CNLDs
reporting to never or almost never receive referrals from GPs. This appears to be a further
‘weak spot’ in the chain of the care pathway that has not yet been explored in research
although has been acknowledged in practice and policy (Welsh Government, 2018). There
appears to be a focus on the role of the GP in facilitating Annual Health Checks for people
with learning disabilities. However, the link in the care pathway between primary and
secondary care, and the need for support from the CNLD does not appear to be addressed
in other research. This research study acknowledges the likelihood of GPs making a referral
to CNLDs may be increased if they are present during GP appointments. However, it would
not be prudent or practical to expect CNLDs to be present at all GP appointments.
Therefore, it is fundamental that work is completed within primary care and GPs to raise
awareness of the role of the CNLD.

The findings of the study suggest another role that the CNLD will undertake is supporting the
individual to health appointments that are sometimes as a result of a GP referral to specialist
services. The existing evidence states that almost one in five (19%) of the problems with
diagnosis related to difficulties with referrals to specialists, including delays in referring a
person for specialist advice, specialists not responding in a timely manner, or specialists
undertaking a cursory examination of the person and referring them back to the GP (Heslop
166

et al, 2013). If there is a CNLD working with the individual they will provide support at the
appointment to ensure an effective examination and provide information about the individual
and ensure any follow up appointments are made. However, not all individuals would have
CNLD supporting them to health appointments, therefore, there is a clear need to raise
awareness of the health needs of people with learning disabilities with all health
professionals.

This research provides an original contribution to knowledge in highlighting that CNLDs have
a fundamental role to play in overcoming this frequent problem, and this may not be fully
utilised at present due to limited awareness of CLDTs by primary care, and the subsequent
limited referrals from GPs to CNLDs.

During this study, CNLDs were able to provide examples of how they would overcome these
barriers identified by Heslop et al (2013) by liaising with secondary healthcare to expedite a
quick referral, or visiting the GP with the individual with a learning disability to advocate on
their behalf. Northway (1997) stressed the importance of nurses understanding that they
have a role to play in reducing and overcoming barriers that people with learning disabilities
may face, and this is an area where there is a need for them to do this. It appears that there
may be failures on the part of GPs to ensure that reasonable adjustments as per the Equality
Act (2010) are facilitated and embedded within their practice in addition to involving CNLDs
who are able to support and work in partnership with GPs to ensure the appropriate
reasonably adjusted care is given.

A lack of understanding of the Mental Capacity Act (2005) amongst healthcare staff
appeared to be another barrier to accessing healthcare that CNLDs identified and address in
their practice. Whilst it is the responsibility of the clinician providing the care to ensure that
capacity is assessed, this research study highlights the important role that the CNLD may
have in supporting this process. Respondents explained that at times they have needed to
establish if the person understands the decision-making process and is able to make an
informed decision. Existing research highlights the lack of adherence to the Mental Capacity
Act (Heslop et al, 2013, 2019, Jingree, 2015), and the gaps in knowledge about its
implementation, both in highly trained professionals within secondary healthcare (Heslop et
al, 2013, 2019), multi-disciplinary community learning disability services (Wilner et al, 2011)
and in support workers from residential settings (Dunn, Clare and Holland, 2010). It could be
argued that if staff do not understand and use the Mental Capacity Act (2005) appropriately,
then they are negatively impacting on the power of the individual with learning disabilities.
Northway (1997) asserts that this is a form of oppression known as powerlessness. This
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research study states that the CNLD be involved in capacity and consent meetings,
however, again, it should be highlighted that the CNLD is not always involved in supporting
access. There is a need to ensure that all health professionals have an understanding of
using the Mental Capacity Act (2005).

This research highlights that the CNLD has a role in empowering people with learning
disabilities to make clinical decisions inline with the Mental Capacity Act (2005). It adds to
the current evidence base and reports that CNLDs spend time with the individual ensuring
that they have an appropriate understanding of the medical process/intervention in order to
make an informed decision. Or, if the person is assessed to not have capacity, they initiate a
‘best interest’ meeting. The quantitative stage of the study validated these findings and the
data shows that 95% (n=106) of CNLDs report to be sometimes, almost always or always
involved in Mental Capacity Act (2005) decisions whilst supporting access to healthcare.
The 1000 Lives Care Bundle (Public Health Wales, 2014) also includes information around
completing a risk assessment, which is the responsibility of secondary healthcare staff.
However, it appears that this is an activity that the CNLD will complete with examples given
of completing a risk assessment in order to allow parents to remain with the patient, or
completing a risk assessment for a person with dementia.

It is a legal requirement in Wales for public services to ensure that their services are
adjusted in order to make them accessible to people with learning disabilities (Equality Act,
2010). , In practice, making reasonable adjustments means doing things differently to the
norm to ensure that people with learning disabilities are not disadvantaged (Equality and
Rights Commission, 2012). In England, an ongoing survey of NHS trusts has found many
examples of good practice, with some reasonable adjustments being widely adopted in
some trusts, with the most common reasonable adjustment reported as the provision of
reasonable adjustments (Hatton et al, 2011). Research has highlighted the reliance on
specialist learning disability staff to act in liaison roles with regard to face-to-face contact with
patients with learning disabilities (Tuffrey-Wijne et al, 2013) but it is not clear whether this
relates to LDLN based in hospital settings or CNLDs.

A particular area in which the lack of forward planning, and subsequent barrier to effective
healthcare has been evidenced is around lack of discharge planning (Heslop et al, 2013). It
is known that in order to facilitate an effective and safe discharge for a person with a
learning disability, consideration of what will happen once a person is discharged needs to
begin early; either immediately after admission or ideally, before the admission if it is
planned (Turner and Robinson, 2011). This research provides insight into the role of the
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CNLD in discharge planning, with 90% (n=101) CNLDs reporting to be involved in discharge
planning when supporting an individual to access secondary healthcare. Any discharge
planning should be based on the patient’s person centred plan and relevant factors in the
home environment including any changing levels of support need following discharge. Poor
or no discharge planning was a significant source of frustration for the CNLD within this
research study, and this research highlights their role in preparing for discharge even before
the person has been admitted to hospital (if it is planned), or if the admission is not planned,
then initiating a discharge meeting with the ward or team involved in the persons care. This
is sometimes in addition to reminders or requests from the social care team involved in the
person’s care.

As stated in chapter four, in 2014, a Care Bundle (Public Health Wales, 2014) was launched
which states that within 7 days of admission to hospital a full multi-agency/family/carers
discussion must be held, with the aim of reviewing progress and/or planning discharge. This
research acknowledges that despite this guidance, this often does not happen or if it does
happen, the meetings are poorly planned and the professionals in attendance do not know
the person well enough to contribute to the discussion. Due to the lack of discharge planning
by secondary healthcare staff, the CNLD often takes on this role in order to minimise the
barriers to a safe discharge. When the CNLD offers this support, they often need to initiate
discharge meetings, sometimes even chairing and minuting the meeting.

In addition, this research highlights that whilst the guidance from the Care Bundle (Public
Health Wales, 2014) may be prudent with an unplanned admission (if adhered to), where the
admission is planned and the point of entry is not the Emergency Department, similar to an
unplanned admission, whilst it is the responsibility of secondary healthcare staff as detailed
in the care bundle (Public Health Wales, 2014). It appears to be an additional role that that
CNLD takes on to plan ahead and ensure that any changing levels of support following
admission to hospital will be considered. Therefore, it is important to recognise the support
that the CNLD offers in overcoming the barrier of effective discharge, when the admission is
planned or unplanned, the role of the CNLD appears to be the same. During stage one,
respondents described activities they would undertake as part of discharge planning. During
stage two, respondents were then asked to confirm if they undertook each activity. Eighty six
percent of respondents reported to discuss discharge medication, and this activity was
undertaken by all salary grades. However, there was an association between the
geographical area that the CNLD worked in and whether they monitored discharge
medication. This is something that will need to be further explored. Other activities included
discussing following up appointments (91%), expediting referrals to the wider MDT (91%)
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and also arranging a handover of information to family members, social care staff or other
provider (90%). There was no association between the salary grade of the CNLD and
completing these activities or between the geographical area they work in and undertaking
the activities.

This research study builds on previous research and it is clear that there is a role for CNLDs
facilitating reasonable adjustments. This research study suggests that even where there is a
LDLN employed in their geographical area, there is a still a need for CNLDs to facilitate
reasonable adjustments. Whilst there is evidence that reasonable adjustments are needed
(Heslop et al, 2013, 2017, 2018), and the barriers and enablers of reasonable adjustments
are identified (Tuffrey-Wijne, 2013), there is little research around the types of reasonable
adjustments that are made. Research conducted by Heslop et al (2018) states that health
practitioners may view reasonable adjustments as good or best practice rather than a legal
obligation and questions whether they are fully embedded into healthcare.

This research study provides details of types of reasonable adjustments made by the CNLD,
something that no other research has explored. Ninety eight percent (n=110) of CNLDs
reported to provide people with learning disabilities with accessible information, with
examples of using existing easy read material, using innovative approaches such as You
Tube videos and at times the CNLD would put together their own accessible information for
the person with learning disabilities. The CNLD would sometimes spend an intensive period
of time working through the accessible information ensuring that the person with learning
disabilities fully understood the medical process, diagnosis or treatment.

Another activity identified as part of this research study in relation to reasonable adjustments
is the use of an anticipatory care pathway for people with learning disabilities. An example
given by a CNLD was setting up anticipatory care pathway for a lady who had been admitted
to hospital via the Emergency Department (ED) on over 14 occasions in the previous 12
months, with recurrent chest infections. The CNLD worked with secondary healthcare to
develop an anticipatory care pathway that the family would follow to prevent hospital
admissions and allow the lady to be treated at home. Of importance is the statement made
by the CNLD during the qualitative interview that without input from the CNLD, this would not
have been possible, and the lady would have continued to be admitted to hospital via ED.
This was not an isolated piece of work, with sixty two percent (n=69) CNLDs confirming that
they too have been involved in setting up anticipatory care pathways for people with learning
disabilities.
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Further examples of reasonable adjustments included arranging visits to the ward prior to an
appointment or admission, such as visiting an MRI suite two weeks before the appointment
date, to give the person with learning disabilities an idea what to expect. Another example
included the CNLD and the person with learning disabilities visiting the ward prior to the
admission and going through the persons hospital passport with the nurse in order to
develop a person centred care plan. Eighty nine percent (n=98) of CNLDs reported to
arrange visits to the department or ward prior to the appointment or admission where
appropriate, again this appears to be a core role of the CNLD when planning or preparing a
person with learning disabilities to access healthcare. A further example discussed by the
CNLD was making changes to appointment times, this could be ensuring that the
appointment was during a time that was the least busy, or requesting the first or last
appointment of the day, in order to minimise any distress to the person with learning
disabilities.

When these reasonable adjustments were recalled and discussed by the participant during
stage one of the research study, it was clear that where there could have been barriers to
accessing healthcare, the CNLD had identified these and had ensured that they had put in
place strategies to reduce or even eliminate them. Therefore, whilst respondents did not
directly mention working within a social model of disability, it would seem that this does
underpin their practice.

Evidence suggests that reasonable adjustments are not embedded in secondary healthcare
(Heslop et al, 2018), and it is suggested that this may be due to the lack of understanding of
the need to make reasonable adjustments, and the idea that equality means treating people
the same (Tuffrey-Wijne, 2013). In addition, there is an obvious lack of clear lines of
responsibility for implementing reasonable adjustments (Tuffrey-Wijne et al 2013, Heslop et
al, 2018). Whilst supporting reasonable adjustments has been viewed as a key role of the
LDLN (Castles et al, 2014, Brown et al, 2012) this research has shown that CNLDs also
have a key role to play in this process.
6.4

Therapeutic Relationships

It is heavily evidenced that when people with learning disabilities access secondary care,
whether that is an outpatient appointment, a planned appointment or an admission through
ED there is an increased amount of anxiety due to a range of factors (Hart 1998; Browne
1999; Cumella & Martin 2004; Glaysher 2005). This research study highlights how the CNLD
supports the person with learning disabilities, their family carers, paid carers, and secondary
healthcare staff to help reduce or alleviate these anxieties.
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The CNLD provides direct support to the person with learning disabilities when accessing
secondary healthcare. During qualitative interviews, respondents explained that they would
attend appointments with the person with a learning disability, with over sixty percent of
CNLDs explaining that when required they would attend outpatient appointments or planned
and unplanned admissions with their clients. Furthermore, with thirty three percent of CNLDs
explaining that they almost always or always attend appointments or admissions with their
client. Respondents explained that this support was important to the individual to provide
reassurance. In addition, one participant who supported an individual to oncology
appointments explained that they needed to attend these appointments because the support
staff would not always relay important information. Another factor that was discussed was
around hospital transport, and the CNLD needing to travel with their client due to the
individual being picked up so early and becoming increasingly agitated. This builds on the
current evidence base on the support that LDLNs provide in relation to direct client support
(Brown et al, 2012). However, whilst existing research suggests that LDLNs perform this
role, this research study demonstrates that CNLDs also take on this role when needed. The
differences in this activity in both roles will be explored further on in this chapter.

In addition to the support that CNLDs provide people with learning disabilities, this research
study has highlighted the gap between health and social care as a barrier to accessing
healthcare for people with learning disabilities. This research highlights the interface that the
CNLD provides not only with secondary care staff but also with social care staff, through
providing support, as necessary. Whilst integrated health and social care is high on the
policy agenda, achieving this is a challenge (Improving Lives Programme, 2018).

We know that social care staff report feeling that their knowledge in relation to the person
they are supporting, and their health needs may not be recognised valued or utilised by
hospital staff (Northway et al, 2017). Also that they sometimes feel intimidated by medical
professionals, feeling as though they could not get their voice heard, and as though they had
little expertise, confidence or authority to take on this role (Heslop et al, 2013). This research
study highlights that the CNLD can plan an important role in bridging the gap between health
and social care by interpreting information for both hospital staff and paid carers. Examples
provided by CNLDs during stage one of this research include the CNLD putting together
guidelines for social care staff on the buildup of earwax for one if the individuals they
supported. Worryingly, the CNLD reported that if they had not been involved in this person’s
care, the social care member of staff would not have been able to understand the guidance
offered by the medical professional during the outpatient appointment, and would not have
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been able to support the individual to effectively meet their health care needs. Another
example stated was the CNLD putting together ‘as required’ medication guidance in an
accessible format for the social care staff so that they could understand when it would need
to be administered to the person with learning disabilities. During stage two of this research
study, seventy seven percent (n=69) of CNLD reported to almost always or always need to
interpret information for social care staff, with thirty four percent (n=30) reporting that they
sometimes interpret information. Whilst it is evidenced that communication barriers play a
part in the health inequalities that people with learning disabilities face (Heslop et al, 2013,
2007, Mencap, 2007, 2012), the communication difficulties that social care staff face may be
neglected, which in turn can then have a negative impact on the health of those they are
supporting. This research study acknowledges these difficulties as a barrier and recognises
the role of the CNLD in supporting social care staff to meet these needs, something that this
study recognises would be missed if there was no CNLD input.

The support that the CNLD provides for families is also acknowledged as part of this
research study. Again, this is high on the agenda in Wales, with support for parents of
individuals with learning disabilities being highlighted in the Improving Lives Programme
(Welsh Government, 2018). CNLDs reported that a significant part of their role was to
provide support to families around reducing their anxieties around their child accessing
secondary healthcare, and also contacting secondary healthcare to find out information, as
CNLDs reported that at times, parents did not feel confident enough to be able to do this.
Whilst the evidence acknowledges that families do not feel listened to by secondary
healthcare staff (Mencap, 2007, 2012, Heslop et al, 2012), this research highlights that the
CNLD plays a role in ensuring the families voices are not only heard but they also have a
clear understanding of the medical process that their child will be subject to. Sixty five
percent (n=73) of respondents reported to either almost always or always provide support to
family carers where appropriate.

In addition to providing support to their clients, to family members and to paid carers, this
research study highlights the role that the CNLD plays in providing specialist advice to
secondary healthcare staff, and also acknowledges that this is a two way process, with the
CNLD also seeking specialist advice from the secondary healthcare professional. Ninetyseven percent (n=109) of CNLDs reported to sometimes, almost always or always develop
positive relationships with secondary healthcare staff to ensure exchange of specialist
knowledge.
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Whilst there is limited research on the role of the LDLN in Scotland (Michael et al, 2012) and
England (Castles et al, 2014) providing specialist knowledge to healthcare staff, this is the
first research study that explores the role of the CNLD in providing a two way knowledge
transfer between secondary care healthcare staff. CNLDs reported that they at times did not
have any experience of particular healthcare conditions, examples given were eating
disorders, and oncology services and that they learned a lot from the specialist area.
However, the two way learning was highlighted, and the CNLD was able to offer specialist
learning disability advice and guidance to secondary health care staff, examples were given
around communication or suggesting a different approach to care when that option may not
have been explored. This is of significant importance as evidence does acknowledge the
lack of learning disability knowledge in non-learning disability health professionals, and
explains that health professionals are aware or their lack of knowledge in relation to people
with learning disabilities (Castles et al, 2014).
6.5

Coordination

It has been reported that there is an increased mortality rate between the ages of 18-24 in
people with learning disabilities due to healthcare being so well coordinated in children’s
services (Heslop et al, 2013) and then moving towards a fragmented system of healthcare in
adulthood (Brown et al, 2015). This research study has highlighted that as the CNLD is a key
constant over time and settings, they can assist in overcoming the breakdown in service
provision that can occur between child and adult services. During stage one of this research
respondents acknowledged that their input was sometimes the only consistent professional
involved in the client care. They explained that they may be the one health professional that
has the knowledge and information around the various appointments that the person has,
with some reporting that they ask to be copied into correspondence from different
specialties. CNLDs reported that other professionals (including those within the specialist
learning disability field) would “come in and out” of the person’s care, the CNLD reported that
they were the “stable” health professional and ensured that things happened around the
client. During stage two of this research study, this was confirmed with forty percent (n=45)
of CNLDs reporting to almost always be the key constant in the person with learning
disabilities healthcare. CNLDs are in a unique position to be able to perform this consistent
role as they may be involved in the person’s care prior to admission or outpatient
appointment and also continue to be involved post admission or outpatient appointment.

Communication is a barrier that is heavily evidenced throughout the literature that is
available around accessing healthcare for people with learning disabilities (Mencap, 2007,
2012, Heslop et al, 2013, Brown et al, 2014, Castles et al, 2014). The lack of effective
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communication has also been highlighted in this research study with the CNLD highlighting
the support they provide people with learning disabilities, families, carers and other
healthcare staff which includes communication. In addition to this support, this research
highlights that the CNLD encourages the use of health or hospital passport to help
healthcare professionals provide appropriate support and coordination in order to meet their
health needs effectively.

One way that the CNLD can work to overcome any communication barriers within secondary
care, including information around support needs and discharge, is ensuing the person with
a learning disability has an uptodate health or hospital passport. There is evidence to
suggest that such documents help secondary care staff to understand a person’s needs and
provide person-centred care (Heslop et al, 2013). However, evidence also suggests that
these are not widely in use in hospital settings (Heslop et al, 2013). Within this research, two
CNLDs questioned the value placed on these documents within secondary healthcare, and
explained that they needed to ensure that the information contained in the document was as
helpful as possible to secondary care staff, with a need to ensure that information is accurate
and is used to complete care plans to ensure an holistic approach. This builds on existing
research conducted by Northway et al, (2017) suggesting that secondary healthcare staff are
often not consulted regarding the content of health passports, therefore, it is important to
acknowledge the role that the CNLD plays in ensuring the content of the healthcare passport
is valued and if needed discussed with the secondary healthcare.

During stage one, qualitative interviews, one participant explained that the person taking the
hospital passport into an admission via the emergency department allowed healthcare
professionals to recognise that the person would need extra staff to support them whilst in
hospital, this was then organised and paid for by the ward, which contributed to a very
positive hospital admission for the person with learning disabilities. This adds to the existing
evidence base, as there has been no other research conducted within the UK that has
acknowledged the role that CNLDs have in ensuring that health passports are not only taken
with the patient into hospital, but also include up to date information that is valued and
helpful to secondary healthcare staff. There is further work that needs to be undertaken to
ensure that healthcare professionals’ value and use the health passport in order to provide
safe, effective care to people with learning disabilities.

Further to this, CNLDs reported that hospital passports allowed healthcare professionals to
have an increased understanding of the health complexities that a person with learning
disabilities may have. They likened the hospital passport to The Personal Child Health
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Record also known as the PCHR or ‘red book’, which is a national standard health and
development record given to parents/carers at a child’s birth. The CNLD explained that
having an overview of the person’s health and different health professionals involved allowed
the ward to copy in other health professionals involved in the person’s care on discharge
letters including the person’s GP.

As already stated throughout this thesis, CNLDs work in multidisciplinary teams based in the
community, often with Local Authority partners. This research study highlights that by the
CNLD being the ‘key constant’ in the person with learning disabilities care when accessing
healthcare, this enables them to have a good understanding of the person’s health needs.
Consequently, this means that they are able to link in and refer to other members of the
specialist learning disability team to provide a holistic approach to the person’s health.
During stage one of the research study, CNLDs explained that it is their role to link with other
health professionals in their team, and at times would complete joint visits or assessments to
prepare the person for admission to secondary care or even joint visits to hospital to assess
and prepare the person for discharge.

Data from stage two of this research confirmed stage one results and forty three percent
(n=48) of CNLDs reported working as part of an MDT when supporting access to secondary
healthcare, with twenty percent (n=22) of CNLDs reporting to always work as a MDT when
supporting access to secondary healthcare. This builds on the existing body of knowledge
around the CNLD working as part of a MDT. As already mentioned, the evidence base
acknowledges a lack of knowledge around learning disabilities, and in particular pertinent
areas reflected within national reports such as support during admission, support with
discharge, training for hospital staff, issues relating to the physical environment and support
for carers (Backer et al, 2009). Whilst this research study identifies the CNLD as the
constant health professional involved in providing support to the person with learning
disabilities, families, carers and health professionals, this study has also highlighted the roles
that the wider multi-disciplinary team also play in overcoming the barriers that have been
identified by key reports (Heslop et al, 2013, Public Health England, 2017), which has not
been explored in any other research conducted within the UK.

This research study has also highlighted the role of the CNLD in working across services.
CNLDs explained that they sometimes need to work across health board boundaries as well
as in different countries. As already in explained, in Wales, there are five health boards that
provide learning disability services across seven geographical health board areas.
Therefore, this often means that the CNLD will be supporting an adult to access secondary
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care that is outside of the health board that they are employed by. In turn this often means
that they use different technology systems, and different processes. In addition to this, at
times due to the complexity of some client’s health needs, they may need to access
specialist services that are outside of their home health board. This requires a great amount
of co-ordination around often complex health conditions. Whilst the learning disability nurse
is in a unique position, being the only group professionally prepared to work specifically with
people with learning disabilities (Northway et al, 2006), there has been no other research
that has discussed the role of the CNLD not only dealing with the health complexities of
people with learning disabilities but also working across health boards in order to support
them to access secondary healthcare. This is something that has not been highlighted in the
limited research that has been conducted in relation to supporting access to secondary
healthcare (Brown et al, 2011, Castles et al, 2014).

It is evidenced that the vast majority of people with learning disabilities are on some type of
medication. For example, the CIPOLD report explained that the median number of
prescribed medications was 7, but some people with learning disabilities had up to 25
medications prescribed for them (Heslop et al, 2013). When people are discharged from
hospital they often have changes made to their medication regime, this could be in changes
to their dosage or the addition or removal of medication. This research study explains at
times if needed the CNLD will take on the role to monitor any medication changes with the
person with learning disabilities and their carers. This information then would be shared with
health professionals during a scheduled outpatient appointment. The CNLD again is the
constant between the admission and the outpatient appointment, without CNLD involvement
the medication changes may not have been monitored. Interestingly, forty two percent
(n=48) of CNLDs reported to sometimes monitor medication, and eighteen percent (n=20)
report to almost always monitor medication and thirteen percent (n=15) always monitor
medication. This will need to be further explored, it may be that some people with learning
disabilities do not need their medication monitored post discharge, which could be for
numerous reasons, but there needs to be some agreement that where this is needed, that
medication is monitored by a health professional.

During stage two of the research study, respondents used the open-ended survey question
to explain their role in Continuing Healthcare Funding (CHC) when supporting access to
secondary healthcare. They explained about the lack of knowledge of hospital staff which
meant that timely applications were not made, and it was then left to them to initiate and
complete the application. This caused them a significant amount of frustration and was
recalled as a huge barrier to effective healthcare especially for those at their end of life, and
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their condition maybe rapidly deteriorating. Adults funded under Continuing Health Care
funding have some advantages and disadvantages, as do those who are funded under
social services. It appears that different local authority areas have different arrangements in
place (Improving Lives Programme, 2018), this could add to the ambiguity and confusion
around the responsibility to complete the CHC application , these appeared to be
inconsistent, patchy and not necessarily formalised. The CHC process will need to be
further explored in both practice and research.
6.6

Influencing Healthcare Outcomes

During this research study, respondents were able to explain how they would overcome
barriers in order to influence the healthcare outcomes for people with learning disabilities.
The expanding body of research relating to people with learning disabilities in hospital is
mainly negative, which focuses on the barriers that people with learning disabilities face,
which in turn contributes to their health inequities (Public Health England, 2017, Heslop et al,
2013, Michael, 2008, Mencap, 2007;2012).

This research study acknowledges the advice and consultancy role that the CNLD plays
overcoming the barriers and supporting the person with a learning disability to achieve a
positive health outcome. Respondents gave examples of providing advice around a person’s
care when they were not utilising the hospital passport with good effect. Other examples
included providing advice on different care options, and one participant explained that she
informed ward staff about a specialist piece of feeding equipment, and they took the advice
on board and this made the CNLD feel valued and that they were able to indirectly influence
practice. Forty seven percent (n=53) of respondents reported to sometimes provide advice
and consultancy, with twenty eight percent (n=31) reporting that they almost always provide
advice and consultancy and seventeen percent (n=19) reporting to always provide advice
and consultancy.

As already discussed in previous chapters, in order to overcome the barriers to accessing
healthcare for people with learning disabilities, some health boards have employed LDLNs
with a specific remit for health liaison work in addition to any services provided by the
community teams. Thirty five percent (n=39) of respondents reported that there are was
LDLNs within their health board. Some health boards have established LDLNs, and for
others the provision is relatively new. Sixty one percent of respondents reported that the
LDLNs in their health boards were based in hospital settings, and three percent reported that
the LDLNs in their health board were employed in community-based teams.
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To date, in Wales, there has been no research will has evaluated the role of the acute
LDLN, with one study completed in Scotland (Brown et al, 2011) and another study
completed in England (Castles, 2014). Where there are acute learning disability liaison
nurses in post, CNLDs reported to work in partnership with them, with twenty four percent
(n=27) reporting that they almost always work in partnership with the LDLN and twenty three
percent (n=26) reporting that they always work in partnership with the LDLN. With eighteen
percent (n=16) reporting to sometimes work in partnership with the LDLN. It would be
interesting to further explore the rationale for this, for example, are there certain activities
that the CNLD will work with the LDLN to complete. During stage one of this research study,
in one health board the participant explained that they received a phone call to say their
client had been admitted to hospital, and at that point referred the client to the LDLN. The
participant spoke positively about working with the liaison nurse, working together to support
their client. The research that has been conducted around the role of the LDLN within the UK
acknowledges the role that both the community teams and the acute liaison teams work
provide training to secondary care health professionals (Brown at al 2011). However, the
research does not acknowledge any partnership working between the professionals. It is
important to note that this may be different in each health board as different health board
utilise different health liaison models.

Research conducted by Castles et al (2014) around the role of the LDLN acknowledges the
lack of awareness of the needs of people with learning disabilities in secondary healthcare.
When asked how hospitals could further improve health outcomes for people with learning
disabilities, ward staff suggested that more training could be provided (Castles et al 2014).
This research conducted in England, acknowledges the role that LDLNs and community
learning disability teams provide in facilitating training within hospital settings. This is similar
to the training role that has been highlighted in this research study, that CNLDs provide
organised training sessions for health professionals working in hospital settings.

As already stated in previous chapters, the care bundle (Public Health Wales, 2014) has
been rolled out across Wales as part of the 1000 Lives Plus service improvement
programme. Despite this care bundle being rolled out across Wales with Ministerial direction
in 2014, this research study highlights that it is not being used as it should be in hospitals in
Wales. CNLDs report that some healthcare professionals are aware of the pathway, but
were unable to locate a copy to use, and other healthcare staff were not aware of the
pathway and care bundle and subsequently did not use the bundle effectively. During stage
one of this research study, CNLDs explained that they would need to take copies of the
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pathway onto wards or departments with them for secondary healthcare staff to complete.
Those that knew about the pathway, did not have any of the documentation available to use,
and did not realise the importance of the documentation. It appears even though the care
bundle (Public Health, 2014) clearly states it is the responsibility of the secondary care staff
to complete, the CNLD takes on role of promoting and discussing the Care bundle with
healthcare staff, and also provide copies of the documents for use with their patients.
Interestingly, during stage two of this research, thirty percent (n=33) reported to sometimes
promote the use of the Care Bundle, with eleven percent (n=12) reporting to almost never
and eleven percent (n=12) explaining to never promote the use, this needs further
exploration as the rationale for this is not clear.

A further role identified by this research study is the advocacy role of the CNLD when
supporting their client to access secondary healthcare. Whilst recalling the advocacy role,
with some respondents recalling feeling extremely frustrated in their role. They described
examples of complex procedures being cancelled at short notice, and people with learning
disabilities becoming distressed and the health professional not supporting the person
effectively. It is clear to see that the value base amongst learning disability nurses is
undoubtedly strong, with a passionate and committed approach demonstrated by CNLDs
when supporting access to secondary healthcare. Examples of the advocacy role included
the CNLD writing to the senior management clinical team to express concern, and raise
awareness of the amount of preparatory work that had been undertaken with their client to
prepare them for a procedure and then the procedure was cancelled. Also, a CNLD
described needing to advocate by asking the ward clinical team to stop a procedure due to
the person with learning disabilities being acutely distressed. Over half (n=62) of
respondents reported to always advocate for their clients whilst accessing secondary
healthcare, whilst forty five percent (n=50) respondents reported to sometimes, or almost
always advocate for their client whilst accessing secondary healthcare. Whilst the advocacy
role of the learning disability nurse has been evidenced (Llewellyn & Northway, 2008), there
has been no other research until now that has explored the advocacy role of the CNLD
supporting access to secondary healthcare. Therefore, this research study highlights the
important advocacy role that the CNLD has when supporting individuals to access
secondary healthcare.

6.7

Lack of End-of-Life Care Planning

As discussed in chapter 5, a cross-cutting theme that was included using the free text option
in the survey was the lack of end of life care planning for people with disabilities by
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secondary healthcare. Similar to findings from the CIPOLD report (Heslop et al, 2013) and
research conducted by Tuffrey-Wijne et al (2017) that explains that there may be difficulties
recognising when a person with a learning disability is nearing the end of life, and an
apparent lack of end of life care planning for people with learning disabilities. This research
study highlights how the CNLD supports the person with learning disabilities and their family
or paid carers around an end of life diagnosis and subsequent end of life care planning.
Whilst existing research (Tuffrey-Wijne et al, 2017) reports that people with learning
disabilities need person centred support around end of life care planning, this research is the
first study which highlights the role of the CNLD in end of life care planning, this will need
further exploration in future research.
6.8

Differences in the Role of the CNLD in relation to Salary Grade or Banding

In Wales, there are band 5, 6, 7 and 8 nurses working in as CNLDs, and this is discussed
earlier in this chapter. The survey that was used as part two of this research study allowed
use of inferential statistics (Spearman’s Correlation) to understand if there was a relationship
between the banding of the CNLD and the activities or role they carried out in supporting
access to secondary healthcare. Statistical analysis carried out shows that there is no
correlation between any of the activities that are completed by the CNLD to support access
to secondary healthcare and banding. All nurses start at a Band 5 pay level once they have
reached their qualification. Nurses will then have defined career progression opportunities,
with each stage achieved by experience, further training, and clinical knowledge. Whilst,
there is no correlation between banding and the role of the CNLD, and it appears that they
are all performing the same role, it is important to acknowledge that they will all have
differing levels of experience, training and clinical knowledge according to their level of
banding. This may mean that although the role appears to be the same, they may carry out
these roles in different ways. This is important as this research highlights that despite
different salary grades (bandings), a band 5 and a band 7 appear to take on the same role
when supporting access to secondary healthcare. Further research will need to be
conducted to explore if the activities are carried out in a different way.

However, it is important to note the two additional themes namely CHC funding and end of
life care planning that were identified using the free text option that was given as part of the
survey. Both themes warrant further explanation; however, it is important to acknowledge
that both areas were not discussed in stage one that included band 5 (n=7) and band 6
(n=7) nurses. This could possibly be due to the small sample size of the qualitative stage
one of this research study, and the more representative sample used in stage two (n=112).
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However, it could possibly relate to the banding differences as the quantitative stage
included band 5 (n=5), band 6 (n=69), band 7 (n=25) and band 8 (n=2). This will need to be
further explored in future research.
6.9

Differences in the Role of the CNLD in relation to Geographical Area.

The quantitative survey that was used as part two of this research study used inferential
statistics (Kruskal Wallis) to understand if there was a relationship between geographical
area of the CNLD and the activities or role they carried out in supporting access to
secondary healthcare. It is important to note that one of the main differences between
geographical areas or health board areas is whether there is a LDLN in post or not.
Although, as already discussed earlier in this chapter, some CNLDs support access to
healthcare across different health board areas.

Using the Kruskal Wallis statistic to understand if there is a relationship between
geographical area and activities carried out by the CNLD, there were five areas that showed
a statistically significant relationship between geographical area and the role of the CNLD
supporting access to secondary healthcare.

There is a significant relationship between health board area and working in partnership with
the LDLN. This would be expected due to some health boards having a LDLN and some
health boards relying on the community team to complete the health liaison role. It is
important to acknowledge this when discussing the other activities that also have a
significant relationship.

Arranging visits to the ward prior to the appointment or admission, providing advice and
support to secondary healthcare staff and attending MDT meetings all showed a significant
relationship with health board area. This means that these activities vary across
geographical areas. Whilst there is no research available in Wales, in Scotland it is
evidenced that arranging visits to the wards is a role of the LDLN with four percent of activity
time of the LDLN being focused on this activity (MacArthur et al, 2015). This appears to be a
small part of the LDLN role, which could possibly mean that CNLDs are also performing this
role in Scotland as they are in Wales. In addition, this research study has also highlighted
that the CNLD is a key constant over time and settings, it could be argued that because of
this existing relationship, that the CNLD should continue in this role even when there is a
LDLN in post. Also, providing advice and support to secondary care staff and attending MDT
meetings was evidenced as a role of the LDLN in research conducted in England by Castles
et al (2014). This could mean that where there is a LDLN in post, it would be deemed their
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responsibility to provide these activities rather than the CNLD. This will need further
exploration in future research.

A further area that was identified to have a statistically significant relationship was
medication monitoring and geographical area. During stage one of the research, CNLDs
described how they would monitor any changes made to a person’s medication whilst in
hospital and at times feed this back at an outpatient appointment or to the GP. It appears
that this does vary due to geographical area, and again this could be because there is a
LDLN in post as findings from stage two of the research indicates that this activity was more
prevalent where there was not a LDLN in post. However, it is important to note that it has not
been evidenced as the role of the LDLN to monitor medication in any of the research
conducted in Scotland or England. As already mentioned, there is no research around the
LDLN role in Wales. It is important to establish who would be monitoring medication post
discharge if the CNLD isn’t taking on this role. This is especially important with people with
learning disabilities as we know that they are often prescribed many different medications by
different specialisms. As already mentioned, the CIPOLD review identified people with
learning disabilities prescribed up to 21 different medications (Heslop et al, 2013). This is of
serious concern for people with learning disabilities and further research should be
conducted in the very near future to explore the issues of medication monitoring for people
with learning disabilities.
6.10

Conceptual Framework

The conceptual framework of a study, the system of concepts, assumptions, expectations,
beliefs, and theories that supports and informs the research—is a key part of research
design (Miles & Huberman, 1994; Robson, 2011). Chapter one introduced the use of the
conceptual framework, and the social model of disability was identified as the conceptual
framework for this research study. Chapter two discussed the rationale for the use of the
social model of disability to underpin this research study.

The social model of disability has its roots in the struggle of disabled people for the
realisation of their rights (Burchardt, 2010). This model provides a way of conceptualising the
disadvantage that disabled people face, and in terms of health care is heavily evidenced. As
already mentioned in this thesis, an important distinction is between impairment and
disability. An impairment is a condition of the body or the mind, such as a person being
partially sighted, or experiencing depression. It is an attribute of the individual. Disability,
however, is the loss of limitation of opportunities to take part in the life of the community on
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an equal level with others, and for the purpose of this research, the limitation of accessible,
equitable healthcare. It arises from the social, economic, and physical environment, in which
people with impairments find themselves. Buzio et al (2002) explored Australian inpatient
perceptions of people with disabilities, concluded that their specific needs were not being
met. The social model was referred to by Buzio et al (2002) in acknowledging that disabled
people may be given lower priority than the wider population within healthcare. Furthermore,
Pellatt (2005) in a UK study explored the rehabilitation of spinal cord injury patients. Whilst
the important role of nurses and other health professionals was recognised, the concept of
disability in practice was very much underpinned by the medical model. However, whilst
disability remains a concept that is viewed primarily as body restrictions (Regan, 2006),
Boyles et al (2008, p.434) firmly acknowledge that the way in which disability is understood
‘greatly affects the emergence of health and social care’. Current evidence tends to support
a suggestion that nursing plays a role in unintentional disability discrimination (Marks, 2007),
this is further reinforced in the mortality reports (Heslop et al, 2013, LeDeR, 2019) that have
been published in relation to the premature mortality of people with learning disabilities when
accessing healthcare.

Whilst the qualitative interviews in stage one did not specifically ask about barriers to
healthcare, what is clear from the analysis of stage one data is that the activities carried out
by CNLDs are focused on identifying and overcoming or reducing barriers to healthcare. If
the barriers to accessing healthcare are not intrinsic to the person with a learning disability,
but are physical, environmental, or social, it is a matter of social justice that these barriers
should be removed or at least reduced (Oliver & Barnes, 1998). Overcoming or reducing
barriers are fundamental to ensure safe, equitable access to healthcare, and are now
legislative (Equality Act, 2010), rather than good practice.

During stage one interviews, the adjustments needed to overcome or reduce barriers varied
greatly. Chapter one highlighted the spectrum of a learning disability, and the lack of
homogeneity in relation to their support needs. For example, respondents discussed
arranging the first appointment of the day, or an appointment at a less busy time. This would
not benefit everyone, as an early appointment could prove difficult for someone that needs
extra time to get ready in the morning. Respondents were able to recall both positive and
negative examples, which highlighted a range of reasonable adjustments that were
important for people with learning disabilities and their supporters. The stage one interviews
evidenced the flexible, innovative ways of working by CNLDs. However, the reasonably
adjusted care that was provided by the CNLD was not always acknowledged or understood
by the secondary healthcare staff.
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This research study has not only confirmed findings from previous studies and inquiries that
barriers do exist within healthcare, and reasonably adjusted care is needed to overcome or
at least reduce these barriers. This study has also provided further information in terms of
how CNLDs support adults with learning disabilities access secondary healthcare, and how
they reduce or overcome any barriers. This sequential multiple methods research study has
been highly relevant in raising awareness of the role of the CNLD supporting access to
healthcare, and the reduction and removal of any barriers.

Over twenty years ago, calls began to emerge in nursing literature to recognise the social
and equality dimensions of disability, accept the reality of disability in nursing practice, and
consider the potential of the social model to rectify this situation (Richardson 1997, Northway
& Thomas 1999, Scullion 1999, 2000, Stalker et al. 1999, Marks 2000, Northway 2000). In
2010, Scullion suggested that a move towards the social model of disability in nursing would
challenge discriminatory practice that leads to health inequalities, making nursing part of the
solution to discrimination at both patient and society levels.

Whilst Northway (2000) asserts that it is essential that nurses be aware of their position
within the healthcare system, throughout stage one interviews, respondents did not make
explicit reference to the social model of disability. Nonetheless, it would appear that their
practice is very much informed by this model. This appears to be contrary to earlier research
published by Sharkey (2000) explaining that the social model of disability has had limited
impact within the field of learning disability nursing. It seems that practice is underpinned by
the social model of disability, but this is not explicitly articulated by nurses.
6.11 Summary
This chapter has discussed the significant contribution that CNLDs make in overcoming the
barriers to healthcare that people with learning disabilities face This is in line with the social
model of disability, the conceptual framework that underpins this thesis. The findings of this
research study suggests that CNLDs play a significant role in supporting adults with learning
disabilities access secondary healthcare, ensuring the needs of the person with learning
disabilities is met, whilst also ensuring that the legal obligations of public organisations are
met. It is apparent that CNLDs do not offer a ‘one size fits all’ approach to overcoming some
of the challenges that face this population in the general hospital setting. This is especially
important in the activities or role required to overcome barriers and ensure that the person is
adequately supported to access appropriate and timely healthcare. Not only do CNLDs
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usually have an established relationship with the person with learning disabilities, and
specialist learning disability knowledge, they are also familiar with the clinical environment
and practice in line with the social model of disability.
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7.0

Chapter 7: Conclusions & Recommendations

7.1

Introduction

This chapter reflects upon and reviews this study, the researcher, and the limitations and
strengths of the work. It presents the conclusions of the study, and then, continues with a
review of the implications and recommendations for future research, as well as for pre and
post registration nurse education, policy, and practice. This chapter also presents and
highlights how this study makes an original contribution to knowledge and adds to the
existing body of knowledge.
7.2.

Review of the study

This thesis reports on a research study that was conducted to explore how CNLDs support
adults with learning disabilities in Wales to access secondary healthcare. This was a two
stage, multiple method research study. Stage one used critical incident technique (Flanagan,
1954) to conduct qualitative interviews (n=14) across Wales. Data were collected and
transcribed before being qualitatively analysed using thematic analysis (Braun and Clarke,
2006). The data analysis captured four key themes and nineteen sub-themes, the key
themes identified were ‘proactive/preparatory work’, ‘therapeutic relationships’, ‘coordination’ and ‘influencing healthcare outcomes’. CNLDs explained how they performed
activities (each linked to a theme) to overcome the barriers the person with learning
disabilities was experiencing in accessing secondary healthcare. This information was then
used to inform the data collection tool (survey) used in stage two of the research.
Stage two of this research study included a purposely designed 30 item survey. This was
designed to explore the extent to which activities highlighted in stage one were undertaken
by CNLDs in Wales, and hence confirm stage one findings. In relation to each theme, the
survey also explored any influences on the role of the CNLD in terms of their geographical
location and explored any differences in the role depending on their level of salary (nurse
banding). There were 114 surveys distributed in total with 112 returned, a response rate of
98%. As there was no missing data, all completed surveys were analysed (n=112). The
quantitative data were entered into SPSS (version 26) and analysed using inferential
statistics. A large number of respondents provided a free text response, and thematic
analysis (Braun and Clarke, 2006) was also used to collate, synthesise and refine qualitative
data introducing a further two sub themes.
The following section will explore how the researcher positioned themselves as a nurse
researcher to answer the research question and meet the objectives of the research study.
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7.3

Reflexivity in my research

From the start of this research, I was acutely aware that it would not be possible to be
entirely detached as a researcher in this study (Fook, 2002). Significant debate in the
literature exists on the advantages and disadvantages of having this insider perspective to
the research subject. Often described as a dichotomous idea (the ‘etic’ outsider and the
‘emic’ insider) (Young 2005), with the researcher being positioned as either an insider or
being an outsider to the research process. Bonner & Tolhurst (2002) have attempted to
explain their position in a binary model, weighing up the pros and cons of having familiarity
or distance (Bonner & Tolhurst 2002). Alternatively, Brunero (2015) suggests seeing this
phenomenon as dialectical, or a way of thinking that acknowledges concepts to be in tension
and always existing. Lee–Treweek and Linkogle (2000) identify that there can be ‘danger in
the field’ for the practitioner – researcher notably that holding two roles can become an
emotional, ethical, and professional risk. Whilst ethical approaches can be reviewed and
planned in advance of meeting respondents, dissonance between existing knowledge and
practice and the themes may arise whilst undertaking research. These differences can be
sources of professional conflict that impact upon the emotional wellbeing of the researcher.
Indeed, in the paragraph below, this very situation is acknowledged. As well as the challenge
of my research being in an area of existing practice, in the practitioner-researcher role there
are additional complexities to consider. McDermid et al (2014) adds that ‘research involving
peers and colleagues has received relatively little consideration in the literature’ (p28) and
that it is possible that the clinician/researcher carries additional emotional responsibility and
a burden of increased scrutiny. Undeniably, the position between the practice and research
has been challenging and at times lonely. This clinician/ researcher position requires further
discussion.
Holding the role of clinician and researcher in a challenging research study has brought with
it some additional considerations and intense personal reflection. During the both stages of
fieldwork, I was practising as a CNLD, working in a CLDT. I was involved in supporting
adults with learning disabilities access secondary healthcare. This work initially fuelled my
desire to propose the research question, and I had my own ideas of how the role looked and
the barriers to healthcare. As a newly qualified nurse (band 5), working in a developmental
role, I was often allocated this type of work, and frequently had to think of creative,
innovative ideas to support access to healthcare or interrogate the evidence base for ideas,
which made me fundamentally aware of the lack of research in this area. In addition, the
developmental post I was given as a newly qualified nurse meant spending nine months in
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two different CLDTs. From this opportunity I was aware of the differences of the
interventions completed to support access to healthcare depending on geographical
location.
Undertaking this dual role was perceived as a strength of this research study, which was
highlighted and discussed at the start of each interview with CNLDs. Respondents were all
made aware that this dual role and I recognised that this may have been viewed as a power
imbalance, therefore, I ensured that I made my role clear from the outset and was open and
honest with respondents. I feel that this approach was ethical and transparent, and
encouraged the participant to also be open and honest also.
In addition, as I am female and the majority (n=12) of respondents during stage one were
female, and of a similar age to me, these similar demographic characteristics may have
inadvertently encouraged a ‘kindred’ environment where respondents may have felt more
relaxed and willing to share their feelings and subsequently talk about their role (Oakley
1981).
As learning disability nurses use the process of reflection to help them make clinical
decisions and manage complex social interactions they are involved with clients,
researchers use the similar notion of ‘reflexivity’. ‘Reflexivity’ has been used as a way to
account for the insider–outsider concept in research. Berger (2013) reinforces the use of
reflexivity to elicit the benefits of the researcher’s intimacy with the research topic and
curbing against the potential negatives. Hall & Callery (2001) argue the inclusion of the
notion of reflexivity in attending to the rigour of research.
The notion of reflexivity is to give the researcher a process for working with the potential
dialectical processes or fears of bias associated with insider to outsider aspects of data
collection and analysis. The post‐positivist grounded theorists (Clark 2005, Charmaz 2006)
suggest that methods or reflexivity be incorporated into research design, making it more
visible and accountable. Birks & Mills (2015) suggest using audit trails, memos, and
reflecting social interaction between researcher and participant. A reflective writing process
either through memos or other means offers an opportunity to capture and critique the
interactions between the participant and the researcher. Within the current study, as already
suggested in chapter 3, a reflective diary was completed for both stage one (qualitative) and
stage two (quantitative) of the study. The diary added a further dimension to the research by
allowing critical consideration of the research study. It also provided the opportunity to
record and evaluate my reactions, thoughts, and feelings during this time. The reflective
diary was completed as soon as possible at the end of interview or meeting with CNLDs to
capture fresh observations about interactions with staff and data, as well as thoughts.
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Having a judicious process of reflexivity as Birks & Mills (2015) describe makes researchers
accountable for their actions and decisions in the analysis of the data, offering a higher level
of transparency to the reader of the generated theory. Their emphasis on one's thoughts,
feeling, or emotions and how this interplays within the researcher and participant relationship
is akin to Peplau et al. (1988) view of the nurse–service user relationship. As this research
study is part of a PhD study, the research supervision process facilitated a number of
functions, such as opportunity to discuss how the research questions and the methods are
shaped, and certain concepts and codes are interpreted and analysed (Lee 2008), which is a
view shared by Peplau's interpersonal theory which allows structure, support, and growth
opportunity with the supervisory relationship (Lynch et al 2008).
Immersion in the data during interviews, through reviewing transcriptions and coding were all
opportunities to explore and challenge my pre-existing views. These were also discussed
and explored in supervision, noting that members of the supervision team all had both
practice and academic experience. Fook and Askeland (2007) add that challenging
embedded assumptions is essential to developing reflective, and therefore safer, practice.
Oulton et al (2015) reflect that knowledge–based healthcare is an increasing responsibility or
expectation learning disability nurses, taking this approach firmly links practice and research.
Undertaking this research study has challenged, prompted and developed my awareness of
my own practice, existing literature and research methods/analysis.
The findings of my research have prompted me to reflect upon my expectations. The health
inequalities that people with learning disabilities continue to be heavily evidenced (Heslop et
al 2013, 2017 Mencap 2007). As already mentioned, some of these health inequalities relate
to the barriers that people with learning disabilities experience when accessing health care
and health screening services. These barriers are well documented within numerous reports
including Death by Indifference (Mencap, 2007) and the Disability Rights Commission (DRC)
report Equal Treatment (DRC, 2006). The barriers detailed within these reports include
discrimination, indifference, lack of training and a very poor understanding of the needs of
people with a learning disability by secondary health care services. Within Wales, three
health boards have introduced learning disability liaison nurses based in acute care to help
overcome the identified barriers to care, however, this research has highlighted these
barriers, and how the CNLD supports the person with learning disabilities to overcome these
barriers and access equitable healthcare. Currently, in England, there is an ongoing
Learning Disabilities Mortality Review (LeDeR) programme (Heslop et al, 2017) which aims
to contribute to improvements in the quality of care for people with learning disabilities by
supporting local areas to review deaths of people with learning disabilities. Early findings
report that the median age of death is 58 years, for males it was 59 and females it was 56. It
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is reported that more than a quarter (28%) of deaths were of people under the age of 50
years. It appears that there is still lots of work to do to ensure that the heath needs of people
with learning disabilities are being met.
There is an undeniable interdependence between research and practice, with each
enhancing and supporting the other to improve the experience of people with learning
disabilities accessing healthcare. Undertaking this research has reinforced for me that there
should be no split between research and practice and confirmed my commitment to
contributing to the learning disability nursing evidence base. The findings of my research are
important for the clinical role of community learning disabilities in Wales. Whilst the results
may not be directly transferable to other countries due to different policies and systems, the
findings highlight some important areas where support is needed for people with learning
disabilities to access timely and appropriate healthcare, and results can be transferable to
other countries on a national and international level.
7.4

Methodological Limitations

Evidence suggests that multiple methods studies are challenging to implement, especially
when they are used to evaluate multi-faceted research objectives (Wisdom 2013). It could be
argued that multiple method studies are complex to plan and carry out as they require
detailed planning in order to run both types of research design and ensure data integration.
Integrating qualitative and quantitative data during analysis is often a challenging phase for
many researchers (Creswell, Fetters, and Ivankova, 2004). This may be an increased
challenge due to the researcher’s lack of experience.
As a new researcher, I had no previous experience of using multiple methods research or
coordinating a research project. Qualitative interviews in this research required a significantly
different skill to my clinical role as a CNLD. Whilst this developed during the study, it is
possible that it limited the richness of the information gathered, especially in the early
interviews. As themes, and my skills, developed, I felt more confident to explore, clarify and
confirm the views of respondents which challenged any potential ambiguity.
It is also important to acknowledge that given the lack of experience of the researcher, and
the need for each method to adhere to its own standards to ensure rigour, ensuring
appropriate quality of each component of a multiple method study can be difficult (Wisdom,
Cavaleri, Onwuegbuzie, et al 2011). For example, quantitative analyses require much larger
sample sizes to obtain statistical significance than do qualitative analyses, which require
meeting goals of saturation and relevance.

191

Interviews were used for stage one of the research and, prior to conducting the research, it
was agreed with the supervisory team to conduct interviews with band 5 and 6 nurses only
as it was envisaged that they would carry out majority of the work involved in supporting
access to healthcare. However, it is clear to see from stage two of the research that all
bandings of CNLDs carry out activities to support access to healthcare. Therefore, it would
have been prudent to included band 5, 6, 7 and 8 nurses within stage one of this research
study. This would have ensured that data was fully representative of all CNLDs practicing in
Wales at the time of data collection. The failure to include band 7 and 8 CNLDs during stage
one meant that further themes emerged during stage 2 as respondents were encouraged to
submit free text comments. If all bandings were included in stage, one then is very likely that
these themes would be highlighted during the first stage and therefore, could have been
confirmed during stage two. This is a perceived limitation of this research study.
Furthermore, whilst the stage two survey was piloted with CNLDs working in England and
Scotland, and validity was assessed there were no reliability checks carried out with the
survey. Rigour could have been strengthened by ensuring that a test-retest check was
carried out to ensure reliability. This is a further limitation of this research study.
7.5

Methodological Strengths

Multiple methods research offers a versatile approach to understanding sometimes complex
phenomena central to the nurse-patient experience (Wilkins & Woodgate, 2008). Using
multiple methods to answer nursing questions may broaden the evidence base for nursing
and enhance the applicability of the evidence available for nurses (Flemming, 2007). Multiple
methods research may also affect the accessibility of research, thereby enhancing the
implementation of evidence- based nursing in clinical practice (Flemming, 2007). For
example, if a learning disability nurse wants evidence about the effectiveness and contextual
relevance of an intervention to enhance the quality of life of children with learning disabilities
with cancer and their families, multiple methods research could streamline the search
process by providing information for both of these areas. The qualitative data may provide
answers to why things work or not and the quantitative data may measure the extent to
which a program is successful (for example, patient satisfaction) (Creswell & Tashakkori,
2007). This example is similar to this research study, whereby qualitative interviews were
used to find out what the role of the CNLD is, and the quantitative stage was used to
measure the frequency of health liaison activities.
In addition to the methodological strengths that a multiple methods approach brings, a
significant strength of this research was the response rate of both stages. During stage one,
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it was proposed that 14 CNLDs would be included, and this would ensure data saturation.
There were 14 CNLDs recruited with ease during this stage of the study, and data saturation
was achieved. During stage two of the research study, there was a 98% response rate
achieved. Whilst this involved a significant amount of work from the outset, the survey
response rate is a commonly used indicator of the representativeness of collected data in a
survey study. When response rates are high, the potential for differences between
respondents and non-respondents are lower increasing the likelihood that survey results can
be generalised to the population sampled and reducing the likelihood of response bias
(Johnson & Wislar, 2012).
7.6

Conclusions & Original contribution to new knowledge

This section will draw conclusions from this research study and explain how these add to
existing body of knowledge. An explanation of this study’s originality will now follow in
connection with the specific objectives of this study, which were:
The overall research question that this sequential multiple methods study sought to address
was:
‘Do community learning disability nurses (CNLDs) support adults with learning disabilities in
Wales to access secondary healthcare?’

The specific objectives were:

Stage One
• To examine the support that is provided by CNLDs for adults with learning disabilities who
access secondary healthcare in Wales.
• To identify barriers in accessing secondary healthcare and how these are overcome and
removed by the CNLD.
Stage Two
• To explore the extent to which the activities identified during stage one interviews are
carried out by CNLDs.
• To explore the influences on the role of the CNLD in terms of their geographical location.
• To explore the differences in the role of the CNLD depending upon salary grade.
A gap was identified in the current knowledge base surrounding the role of the CNLDs
supporting adults with learning disabilities access secondary healthcare. This study was
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developed to address this gap by providing valuable insight into the experiences of CNLDs
supporting people with learning disabilities access secondary healthcare across Wales.
This research details how the CNLD supports adults with learning disabilities access
secondary healthcare. It highlights the barriers that CNLDs need to overcome to support the
individual with learning disabilities and how they facilitate this. During stage one, CNLDs
discussed the activities that they would undertake to support access to healthcare. This adds
to the existing evidence base around the barriers to healthcare as CNLDs were able to
describe the barriers and what activities would be needed to overcome these. Stage two of
the research then provided details around the frequency that the CNLD would carry out the
described activities. The data from stage two surveys confirmed data from stage one. It was
clear that all CNLDs complete similar activities to overcome barriers and support access to
secondary healthcare. This adds to the body of existing knowledge in two ways. Firstly, this
is the only research study that has explored the role of the CNLD supporting access to
healthcare, and secondly, the activities that were detailed by CNLDs in this study are similar
to findings in study’s conducted in England and Scotland which have explored the role of the
LDLN. Therefore, it appears that the CNLD may be undertaking activities that overlap with
role of the LDLN, however, this may be appropriate to ensure continuity of care across time
and settings. There will need to be further research undertaken which explores the role of
the LDLN in Wales.
This research study also explored influences on the role of the CNLD in terms of
geographical location. Again, it is important to be mindful that one of the key variables in
terms of geography is whether there is an LDLN in post or not. This research study
acknowledges five areas where there is a relationship between the role of the CNLD
supporting access to secondary healthcare and their geographical location. There is a
significant relationship between the geographical area and the CNLD working in partnership
with the LDLN. This is to be expected as at the time of data collection not all health board
areas employed LDLNs.
Arranging visits to the ward prior to the appointment or admission, providing advice and
support to secondary healthcare staff and attending MDT meetings all showed a significant
relationship with geographical area. This builds to the existing evidence base that these
roles are carried out by LDLNs. This research acknowledges that in some areas, these roles
are carried out by the CNLD. Given that this research has explained that the CNLD is a
constant over time and settings, there could be a need for the CNLD to continue with these
roles when there is an LDLN in post.
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A further activity that is carried out by the CNLD that adds to the existing evidence base is
monitoring medication. It is evidenced that communication and coordination are sometimes
barriers in secondary care, and sometimes this may relate to medication however, this study
evidences the role of the CNLD in monitoring medication post discharge. This research
acknowledges a strong link between the geographical area and medication monitoring, with
this activity being less prevalent when there is a LDLN in post. This will need to be further
explored in future research.
The study also explores differences in the role of the CNLD in relation to their salary grade.
Newly qualified nurses will automatically start off on a band 5 and as their experience and
qualifications increase, they will move up the bandings and their salary will increase. In
Wales, CNLDs range from a band 5 to a band 8. This research study explains that there is
no association between the banding of the CNLD and the activities that are carried out to
support access to healthcare. However, it is important to note that with an increased banding
there are differing levels of experience, training, and clinical knowledge. This may mean that
although the role appears to be the same, they may carry out these roles in different ways.
This is an area that needs to be further explored.
It is paramount to understand that with or without an LDLN in post there is always a role for
the CNLD to support adults with learning disabilities access secondary healthcare. The
CNLD and the LDLN are both needed to complement each other and achieve the best
health outcome for the person with learning disabilities.
Research explains that the social model of disability is not widely implemented within
nursing, which includes learning disability nursing (Sharkey, 2020). Whilst there was no
specific mention of the social model of disability underpinning clinical practice by CNLDs in
this study, it was very clear to see that this model underpins their clinical practice and is
reflected through provision of reasonably adjusted healthcare for people with learning
disabilities.
There needs to be further research undertaken with people with learning disabilities to
understand their expectations in relation to the role of the community learning disability
nurse, and support to access secondary healthcare. There should also be further research
guided by people with learning disabilities to explore the implications of the social model of
disability in healthcare, particularly in relation to nursing.
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7.7

Recommendations

Further to the identification of new knowledge and prominent themes in this study, the
following recommendations in relation to research, nurse education, policy and practice are
proposed. The recommendations discussed arise from the discussion of the research study
findings (chapter 6).
7.7.1


Research
This research study highlighted the role of the CNLD to be similar to the role of the
LDLN based in Scotland (Brown et al 2012) and England (Castles et al 2014).
Further research will need to be undertaken in Wales to understand the role of the
LDLN and any similarities and differences to the role of the CNLD in Wales
supporting access to secondary healthcare.



This research study highlights that in some geographical areas, the CNLD does not
monitor medication post discharge. The prevalence of this activity fluctuates in
different geographical areas. This needs further investigation as this may mean that
medication is not followed up correctly. Further research will need to be undertaken
which explores how medication is monitored when prescribed by secondary
healthcare.



There is evidence that with an increased level of banding or salary grade there is an
increased level of experience, training and clinical knowledge. Whilst there is no
association between banding and activities carried out by the CNLD when supporting
access to healthcare, it may be that nurses on higher bandings carry out the activities
in different ways. This is an area that needs to be further explored.



There is evidence that learning disability nurses’ practice is underpinned by
the social model of learning disability. This will need to be further explored
and evidenced.

7.7.2 Nurse Education


The gender balance of the CNLD population in Wales is reflective of the gender
balance discussed in the evidence base. Higher Education Institutes should be
working proactively to recruit male student nurses into the profession.



It is important that key legislation for example, Mental Capacity Act (2005), issues
around capacity and consent and Equality Act (2010), the use of reasonable
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adjustments is embedded into pre and post registration nursing training. For
example, the Mental Capacity Act (2005 including issues around capacity and
consent and Equality Act (2010), regarding the use of reasonable adjustments


Learning disability nursing students should have an appropriate understanding of the
role of the CNLD supporting access to healthcare.



The ongoing recruitment campaign of student learning disability nurses is crucial in
order to plan for the number of CNLDs that will be retiring within the short- and
medium-term timescales.



All fields of nursing will need an understanding of the social model of disability. There
is a need to bridge the gap between nursing and disability within all fields of nursing.

7.7.3 Policy


This study should be used to inform the basis of an which should include both
reference to the role of the LDLN and CNLD to ensure a consistent approach across
Wales.



Key messages from this study including demographic information should be used to
inform succession/workforce planning



Welsh Government have recently reaffirmed their commitment to the social model of
disability. This model needs to be included in any policy documents, including the
development of an All-Wales Health Liasion policy.

7.7.4


Practice
This study acknowledges the ‘retirement time bomb’ and it is fundamental that
succession planning is carried out to ensure there are enough nurses to fill these
gaps



All registered nurses to demonstrate an awareness and understanding of relevant
healthcare legislation, such as Mental Capacity Act (2005) and Equality Act (2010).



CNLD job descriptions should be revisited on an All Wales level so that nurses have
a consistent idea of what their role entails, and also other people do.



All nurses should have a basic understanding of the social model of disability, how
this can be used to tackle disability discrimination and hence to reduce the health
inequalities that people with learning disabilities face.

197

7.8

Dissemination of Findings

Research will continue to be disseminated to bridge the gap between research and practice.
The findings from this research study have already contributed to other areas in this field of
research, including informing the data collection tool used to explore the role of the LDLN,
which has now been rolled out pan Wales.
The findings of this research study will be made available to relevant individuals within
Welsh Government including the Nursing Officer for mental health and learning disabilities
nursing, and the Improving Lives Programme leads. The findings will be presented to the All
Wales Primary and Secondary healthcare for people with learning disabilities working
groups. In addition, the findings will be presented to the All Wales learning disabilities
nursing group which includes learning disability nurse leaders from all health boards within
Wales.
This research will also be presented to private and voluntary learning disability residential
services. There is a need to raise awareness of the role of the CNLD supporting access to
secondary healthcare to ensure that services are used by people with learning disabilities to
achieve optimum health outcomes. Also, the research will be shared with GP Cluster groups
across Wales, as there is a need to ensure that referrals from primary care are made to
CNLDs if the person requires support to access secondary healthcare.
Findings from this study will also be included in the learning disability champion training that
is facilitated across Wales in collaboration with the Paul Ridd Foundation. This will ensure
that learning disability champions are aware of activities that are carried out by the CNLD to
support access to healthcare. Findings from this study will be shared with key learning
disability charities, including Mencap, Learning Disability Wales and the British Institute of
Learning Disabilities (BILD).
This research will also be published in academic journals. There is a need to publish this
research outside of the learning disability nursing field as evidence suggests that problems
occur when people with learning disabilities access general healthcare. There is therefore
an aim for this research to be published in key generic nursing journals. Papers focused on
the role of the CNLD supporting access to healthcare, and also how CNLDs use the social
model of disability to underpin their practice and promote reasonably adjusted care to people
with learning disabilities are planned. Further details of publication strategy can be found in
Appendix Eighteen.
Research has been disseminated at national and international conferences (please see list
in Appendix Seventeen) in addition to publications.
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7.9

Concluding Remarks

To conclude, this study has clearly evidenced that the CNLD has a significant role in
supporting adults with learning disabilities to access healthcare. This research provides an
original contribution to knowledge in discussing how the CNLD overcomes barriers to
promote and encourage equitable access to healthcare for people with learning disabilities.
This study was able to explore CNLD experiences of supporting access to healthcare, first
hand from CNLDs currently practicing. I was inspired by the willingness of the respondents
who shared their experiences during the interviews in stage one with openness and honesty.
This was not always easy, as the outcome for the individual with a learning disability was not
always positive. To be able to share these insights with my peers, and to hear them
passionately recall these experiences, was a privilege to me as a clinician/researcher. This
willingness was also apparent with the response rate of 98% in the second quantitative
stage of the study, for this I am truly grateful.
It is hoped that with a clearer understanding of the different aspects of the role of the CNLD
when supporting access to healthcare will help towards adopting a more consistent
approach in Wales, and across the UK and will essentially reduce the health inequalities that
people with learning disabilities face.
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Appendices
Appendix One - Search Terms and Number of hits
Database
CINAHL Plus

Search Terms

Number of hits

Search 1

Learning disab* OR Intellectual disab* OR learning diff* OR mental handicap OR developmental
disab*

45780

Search 2

Search 1 AND
AND community learning disab* nurse, community intellectual disab* nurse, domiciliary learning
disab* nurse, care manager, nurse care manager

Search 3

Search 1 AND Search 2 AND lias*, health lias*, health prom*, health facil*

Cochrane Library

Search Terms

Search 1

Learning disab* OR Intellectual disab* OR learning diff* OR mental handicap OR developmental
disab*

Search 2

Search 1 AND
AND community learning disab* nurse, community intellectual disab* nurse, domiciliary learning
disab* nurse, care manager, nurse care manager
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83

4

Number of hits

0

0

Search 3

Search 1 AND Search 2 AND lias*, health lias*, health prom*, health facil*

Embase

Search Terms

Search 1

Learning disab* OR Intellectual disab* OR learning diff* OR mental handicap OR developmental
disab*

Search 2

Search 1 AND
AND community learning disab* nurse, community intellectual disab* nurse, domiciliary learning
disab* nurse, care manager, nurse care manager

Search 3

Search 1 AND Search 2 AND lias*, health lias*, health prom*, health facil*

Medline

Search Terms

Search 1

Learning disab* OR Intellectual disab* OR learning diff* OR mental handicap OR developmental
disab*

Search 2

Search 1 AND
AND community learning disab* nurse, community intellectual disab* nurse, domiciliary learning
disab* nurse, care manager, nurse care manager
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0

Number of hits

25306

18

4

Number of hits

118412

367

Search 3

Search 1 AND Search 2 AND lias*, health lias*, health prom*, health facil*

PsychInfo

Search Terms

Search 1

Learning disab* OR Intellectual disab* OR learning diff* OR mental handicap OR developmental
disab*

Search 2

Search 1 AND
AND community learning disab* nurse, community intellectual disab* nurse, domiciliary learning
disab* nurse, care manager, nurse care manager

Search 3

Search 1 AND Search 2 AND lias*, health lias*, health prom*, health facil*
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8

Number of hits

10778

20

3

Appendix Two - Table of Reviewed Papers
Focus

Author & Title

Year

Aims

Sample/Size

Method

Findings

The role of the
mentally
handicapped
nurse

MacKay
A community
nursing service
analysis

1989

Analysis of caseloads of
the community nurse in
Belfast (East Board)

community
nurses (n=17)

Review of
caseloads

Analysis of caseloads of the
community nurses in Eastern Board
clearly show the reasons for nursing
input to families and are as follows:
Behavioural problems 38% Epilepsy
24% Physical handicap 22%
Psychiatric illness 10% Problems of
adolescence 6%

Job
satisfaction of
community
nurses

Parahoo & Barr
Job satisfaction
of community
nurses working
with people with
a mental
handicap

1994

Job satisfaction of
community nurses
working with people
with a mental handicap

Community
nurses (n=50)

25 item
surveys sent
to all
community
nurses

To profile
clients and
selected
working
practices of
CMHNs in
Northern
Ireland

Parahoo & Barr
Community
mental handicap
nursing services
in Northern
Ireland: a profile
of clients and
selected working
practices

1996

To construct a profile of
clients of the service as
well as to describe
selected working
practices.

Community
learning disability
nurses working
with people with
learning
disabilities in NI
(n=50)

25 item
questionnaires
sent to all
community
nurses

The results showed that most of these
CNMH rated then‐ level of satisfaction
as high or very high Additionally, they
identified a number of factors which
contributed to then‐ job satisfaction
and/or dissatisfaction These findings
have implications for theory building,
methodology and nursing practice
Fifty‐six per cent of the clients were
female. Young to middle‐aged adults
made up the largest portion of the
caseload. Over 80% of the clients had
no history of hospital admission.
Caseload size also differed according
to the years of service, gender and
grade of the nurses. The main reason
for visiting clients as reported by
respondents was to give physical care.

The role of the
RNLD within
CSTs for
people with

Mansell & Harris
Role of the
Registered
Nurse Learning
Disability within

1998

The role of the
Registered Nurse
Mental Handicap
(RNLD) within
multidisciplinary

Six CSTs –
including RNLDs,
social workers,
physiotherapists,
support workers,

Each
professional
was issued
with a pretested
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The results suggested that the RNLDs
were seen to contribute five key roles:
client-based interventions; coordination and planning of care;
training; care management; and health

learning
disabilities

community
support teams
for people with
learning
disabilities

Identify the
role and rate
the
effectiveness
of CNLDs

Powell, Murray &
McKenzie
Staff perceptions
of community
learning disability
nurses’ role

2004

community support
teams was explored
within a single county in
South Wales.

team managers,
psychiatrists,
speech and
language
therapists (n=96)

To identify the role and
rate the effectiveness of
community learning
disability nurses

A total of 40 staff
participated - 15
qualified health
staff within a
community
learning disability
team or health
service
assessment and
treatment unit,
and 25
residential staff,
day care staff
and social
workers who
worked with
people with a
learning
disability.
Fourteen were
male (35 per
cent) and 26
female (65 per
cent), with a
mean 13.7
(SD=8) years’
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questionnaire
that examined
their
perceptions of
their own role
and the role of
the RNLD.
Eighty (83%)
completed
questionnaires
were returned
All
respondents
completed a
questionnaire,
which asked
the following:
1. Name three
things that a
community
learning
disability
nurse does as
part of their
job.
2. Would you
like to change
anything
about the way
the community
learning
disability
nurses work?

promotion. Fifty-four per cent of
respondents indicated that the role of
the RNLD could not be taken by
another. The roles and skills of the
RNLD and the implications of referral
and record keeping methods were
discussed.

Staff see community learning disability
nurses as having service development,
liaison and consultancy roles.
However, respondents also continued
to emphasise nurses’ direct clinical
role, with over 40 per cent identifying
assessment and treatment. The
perceived effectiveness of the
community learning disability nurse
was 4.09, SD=0.71, indicating that staff
generally perceived the service to be
effective.

experience in
learning disability
services
The
developing
role of the
CNLD in
Wales

Boarder
The perceptions
of
experienced
community
learning disability
nurses of
their roles and
ways of
working
An exploratory
study

2002

The primary aim of this
study was to obtain an
overview of Community
Learning Disability
Nurses’ perceptions of
their work

20 experienced
Community
Learning
Disability Nurses
(CNLDs) – each
with over 5 years
of working in
community
settings

Exploration of
the role of the
CNLD in
England.

Mobbs, Hadley,
Wittering, Bailey
An exploration of
the role of
the community
nurse, learning
disability, in
England

2002

The aim of the study
was to describe the way
in which community
nurses, learning
disabilities (CNLDs),
work within National
Health Service (NHS)
trusts in England, the

Managers of
CNLDs working
in National
Health Service
(NHS) trusts
were identified
using the
Handbook of
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3. If yes,
describe what
you would
change.
Semistructured
interviews
were
conducted
with a sample
of 20 CNLDs
(with
5 or more
years
experience of
working in
community
settings) from
four
teams then
operating
across a
range of
localities in
three NHS
Trusts in
Wales

A 12-item
postal
questionnaire

CNLDs described a
diverse range of activities that included
addressing the health,
social, psychological and educational
needs of people with
learning disabilities. Whereas job
satisfaction appeared high, a
need to better communicate their role
to others was identified,
along with the need for a more
targeted approach to their practice.
They reported an aim to establish a
stronger health identity with
closer links to the Primary Health Care
Team. Whereas it was felt
that the CLDN role was valuable, some
of those interviewed were
unsure as to its long-term survival. It
was also noted that there was
an inconsistency across localities as to
how the skills of CNLDs
were being used, for example, in
relation to the provision of
residential services and services for
children.
The results of the present study show
the wide variation in practice of CNLDs
across England. The CNLDs of almost
all the NHS trusts (96%) worked in
CTPLDs. Working alongside them are
a number of other professionals,
varying from trust to trust, but in the
majority of cases, including

other professionals
whom they relate
to, the client group
whom they serve, their
qualifications and their
working practices

Community
Nursing (PMHP
1996). This
process identified
194 managers
working in 170
NHS trusts.

A survey design
was used in
which the total
population of
CNLDs within
one region of the
UK (NI) were
asked to
complete a
postal
questionnaire.
Job Descriptions
– England (n171), NI (n=6),

To explore
any changes
in caseload
and working
practices of
CNLDs over
11 year period

Barr
The evolving role
of community
nurses for people
with learning
disabilities:
changes over an
11‐year period

2006

To provide an overview
of the changes in the
caseload and working
practices of community
nurses for people with
learning disabilities
(CNLDs) over an 11‐
year period within one
region of the UK.

To explore the
public health
role of the

Mafuba, Gates
and Cozens
Community
intellectual

2018

To explore how public
health policy in the
United Kingdom was
reflected in community
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Postal
questionnaire
completed by
40 CNLDs –
providing info
on 1559
people with
learning
disabilities

psychologists, psychiatrists, speech
therapists, occupational therapists,
physiotherapists and social workers. It
is not possible to present standardized
figures per head of population served
of the other professionals working with
CNLDs in CTPLDs from the data
collected in the present study.
However, it may be that differences in
the professional makeup of the
CTPLDs as well as other local factors
may influence the role of the CNLD in
any particular area. Responses to this
included increased specialization, early
intervention, more client-centred rather
than administrative work, increased
use of regular clinics, increased public
education and input into service
planning. Interestingly, the current
study suggests that this desire for
increased specialization appears to
have been fulfilled
Results showed less involvement with
children, more focus on adults with
physical and mental health needs and
nurses often appeared to have a
monitoring rather than an active clinical
role. Data also identified an increasing
caseload size and a pattern of referral
largely from within learning disability
services.

This study
involved an
exploratory
documentary

The CIDNs’ public health roles
identified in this study are health
education, health protection, health
prevention, health surveillance, and

CNLD in the
UK

disability nurses’
public health
roles in the
United Kingdom:
an exploratory
documentary
analysis

Project report:
understanding
the who,
where and
what of
learning
disability
liaison nurses

Gwen Moulster
Independent
Nurse Consultant

2020

intellectual disability
nurses’ job descriptions
and person’s
specifications.

Scotland (n=16)
Wales (n=10)

To support
understanding about
the current LDLN
workforce
Inform national strategy
Identify what is needed
to strengthen the LDLN
contribution

Survey (n=126)
nurses
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analysis of n =
203 CIDNs’
job
descriptions
and person
specifications
in the context
of role theory
Online survey
and focus
group

health promotion. Key policies themes
were intellectual disability health
access, public health strategies, policy
evaluation/redesign, and public health
policy. There is a lack of public health
role clarity and inconsistency in role
expectations across organizational
boundaries in the United Kingdom.
Local differences ++
Some areas no LDLN in post
Organisation strategy
Staff training
Hospital passports
Mental capacity
Families and carers
Contact
Knowledge of others

Appendix Three - Stage One - Qualitative Interview Statements

Faculty of Life Sciences and Education, University of South Wales
Qualitative Interview Statements
Aim of study: to explore how Community Learning Disability Nurse’s (CNLDs) support
adults with learning disabilities access secondary healthcare. In NHS Wales, secondary
healthcare is delivered through hospitals and ambulance services.
Below is a list of scenarios that CNLDs sometimes may come across in practice in relation to
supporting clients to access secondary healthcare. Please choose five or six items on the
list and try to remember the occasions and the context when you felt like that. I am
interested in how YOU felt, why those occasions are important to YOU and what YOU did.
The interview will be based around discussion of your five or six selected scenarios.
1. A time in your practice when you have felt really excited about a piece of work you
have done with your client when accessing secondary healthcare.
2. A time in your practice when you ensured that your client had a positive experience
when accessing secondary healthcare.
3. A time in your practice when you have felt you had to speak out about an experience
your client had while accessing secondary healthcare.
4. A time in your practice when you ensured that you made a difference to your clients
experience in accessing secondary healthcare.
5. A time in your practice when you felt frustrated when supporting your client to access
secondary healthcare.
6. A time in your practice when you wished you had better been prepared in your role
as CNLD to support your client when accessing secondary healthcare.

7. A time in your practice when you achieved good results when supporting your clients’
access to secondary healthcare.
8. A time in your practice when you feel that you could have done something different
when supporting your client to access secondary healthcare.
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9. A time in your practice when you felt that if you had been involved at an earlier stage
in the process a better outcome would have been achieved when supporting your
client to access secondary healthcare.
10. A time in your practice you felt like you were not listened to when supporting your
client to access secondary healthcare.
11. A time in your practice your perception of colleagues in secondary healthcare was
changed
12. A time in your practice you felt you had to advocate for your client when accessing
secondary healthcare.
13. A time in your practice you felt really proud of the work you have done when
supporting your client to access secondary healthcare.
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Appendix Five Stage One - Risk Management Plan
There is strong evidence that people with learning disabilities receive poorer health care
than the rest of the population (Heslop et al, 2013, Mencap 2007). Kerr et al. (2005) state
that the health inequalities faced by people with learning disabilities in the UK start early in
life, and result, to an extent, from barriers they face in accessing timely, appropriate and
effective health care. This is further reported by Emerson et al (2011), explaining that people
with learning disabilities have often been invisible to mainstream services and health
professionals. Therefore, it is recognised that when discussing this topic, there is potential to
cause risk of emotional burden to respondents. For this reason, even though it is evidenced
that respondents may benefit from reflecting and discussing their clinical practice, it will be
made clear to all respondents that they are free to withdraw at any time without giving a
reason.
Finally, it should be acknowledged that the researcher could feel vulnerable (Davison, 2004),
especially from emotional stress (McGarry, 2010). Therefore, advice and support from the
supervisory team and RCBC will be fundamental. In addition, the lead researcher’s clinical
experience of supporting adults with learning disabilities to access secondary healthcare will
be valuable.
Table 1 below illustrates how identified risks will be managed. Also, in order to minimise any
distress for the participant, they will be provided with the statements that will be discussed in
the interview at least a week prior to the scheduled interview. This will give them time to
reflect on their practice and think about which experiences they will explain during the
interview.
Graded 1-5 (1 – low risk, 5 – high risk)
Identified Risk/Risk
Rating
Sensitive nature of topic
may cause distress to
respondents.

Potential Impact/Outcome

Action

Emotional Stress/Anxiety

Provision of contact details
for local services and
advice lines to access help
and support.
Respondents will be offered
a break from interview or
permanent withdrawal
Provision of local services
details and advice lines to
access help and support.
Provision of adequate
information and discussion
with participant to advise on
reasons that confidentiality
would need to be broken.

Risk Rating: 2

Disclosure of safeguarding
issues or risk of harm to self
and others

Respondents/Researcher:
Psychological stress/anxiety

Risk Rating: 2
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Lone working of researcher
Risk Rating: 1

Respondents’ concerns
around confidentiality and
data protection.

Researcher:
Interviews are currently
scheduled to take place at
participant’s work place or
somewhere more convenient
to participant.

Respondents:
Psychological stress/anxiety

Risk Rating: 2
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Member of supervisory
team with expertise in
clinical nursing will offer
support where necessary.
Follow necessary guidelines
and procedures such as
POVA and DOLs
Researcher:
Fully charged mobile to be
carried at all times.
Supervisory team will be
made aware of interview
locations whenever such is
due and location is agreed
with respondents.
Researcher to send text to
supervisor once interview is
completed.
Assured of anonymity.
Recorded interviews will be
transcribed anonymously,
locked securely and
destroyed on completion

Appendix Five Stage One - Participant Information Sheet

Faculty of Life Sciences and Education, University of South Wales
Research Participant Information Sheet

Dear Participant
I would like to invite you to take part in a research study. Before you agree to
participate you need to understand why the research is being done and what it would
involve for you.
Please take time to read the following information carefully, and do not hesitate to
contact me if anything you read is not clear or would like more information. You should
take time to decide whether or not you would like to take part.
This sheet has been forwarded by your head of nursing, and no contact details have
been forwarded to the researcher at this stage.
Study Title
‘An exploratory study to investigate how community learning disability nurses
(CNLDs) support adults with learning disabilities in Wales to access secondary
healthcare.’
What are the aims of the study?


To explore how CNLDs support adults with learning disabilities access
secondary healthcare.
 To develop more detailed information on the role of the community learning
disability nurse in relation to meeting the physical health needs of people
with learning disabilities.
 To disseminate research findings to people with learning disabilities and
health professionals.
Why have I been chosen?
You have been asked to consider participating in this research because you meet the
following criteria:



Registered Learning Disability Nurse
Practicing in Wales
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 Working in a community team, and carrying a clinical caseload
 Experience of liaising with secondary healthcare within last two years
 Band 5 or Band 6 nurse
Do I have to take part?
No. It is up to you to decide whether or not to take part in this research.
However, if having read this information sheet you think you would like to take part in
the research, please contact the lead researcher by email
(Stacey.rees@southwales.ac.uk) You should complete the attached reply slip and
attach it to the email confirming your interest to take part.
If you do not wish to take part you do not need to do anything.
If I choose to take part what will I be asked to do?
You will be asked to take part in an interview with the researcher. This will be arranged
at a time and location convenient to you.

Prior to this, you will be sent some

statements around supporting your client to access secondary healthcare, and you will
be asked to select and to think about five or six of these. Following this, the researcher
will meet with you to conduct an interview at a suitable venue and time. The interview
will focus on your experiences of supporting clients you work with to access secondary
healthcare, and will be based on discussion of the scenarios you have chosen from
the list sent to you.
You will be asked to share what were the circumstances leading to the health
facilitation? Exactly, what did you do? And what was the outcome for the person with
learning disabilities?
In order to maintain client confidentiality and anonymity, you should avoid using the
names of clients/service users.
Your opinions, thoughts and views are a central part of this research. Therefore, the
interview would with your consent be tape recorded and transcribed by the researcher.
The planned interviews will last for approximately 60-90 minutes and, will be arranged
at a date, time and venue of your choice. This could be your place of work, the
university or another location of your preference. At the end of the interview, you will
be asked to confirm that you are happy with the information you have given as part of
this research. Prior to it being included in the research, if you wish, you will be able to
have a copy of the transcript of your interview in order to check that you are happy
with its content.
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However, you are free to withdraw from the interview at any point without having to
provide a reason.
It should be noted that once data analysis has commenced, it will not be possible to
withdraw the data you have provided from the study.
What will happen to what I say?
Confidentiality is very important and wherever possible will be maintained. However,
there are times when confidentiality cannot be guaranteed. Thus, prior to being
interviewed, you will be made aware of the researcher’s duty to report any disclosure
during the interview that indicates that a vulnerable adult or a child is at risk of any
harm. However, such step would only be taken after the lead researcher has first
discussed it with you.
The reply slip, which asks you to declare your interest and permission to be contacted
by the lead researcher and, the consent form which asks you to give specific
permission for participating in this research, will be the only documentation showing
your personal details (for example name). However, this documentation will be stored
separately from any other research associated documentation such as transcripts of
interview.
In keeping with recommended research guidelines of University of South Wales, the
documentation will be kept securely in a locked cabinet and then destroyed after a
minimum of three year period.
Are there any risks?
It is not anticipated that any harm would come to you as a result of participating in this
study. However, it is recognized that you may need to talk about sensitive issues or
clinical practice that did not achieve a positive outcome for the client. Therefore, if you
do agree to take part in this research, helpline numbers, websites and contact details
of local services and agencies for appropriate professional support will be provided to
all.
If you become distressed by any aspect of the research you may stop the interview at
any time. You are free to discuss any issues that may be distressing to you with the
lead researcher (Miss. Stacey Rees), or you may wish to go elsewhere to seek
support, such as your union, or Nursing and Midwifery Council.
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.What are the benefits?
The research cannot guarantee any direct benefits to you. However, there is limited
research on the role of the CNLD. If you agree to participate in the research, you will
therefore be providing a valuable contribution to knowledge and understanding the
role of the CNLD supporting adults with learning disabilities access secondary
healthcare. This will hopefully inform the future development of services for people
with learning disabilities.
What will happen to the results of the research study?
Upon completion of the research, findings will be published via a PhD thesis. In
addition, findings will be submitted for publication in academic and professional
journals and, could be shared through conferences. The findings will also be shared
in accessible format for people with learning disabilities. However, whilst the words of
respondents will be used in these documents and presentations, all respondents will
be identified by pseudonym rather than by their name to ensure anonymity.
As the PhD studentship is funded by RCBC Wales (NISCHR) the findings from the
research will also be forwarded to the Welsh Government.
You can request a copy of the overall findings (stage one and stage two) by contacting
the PhD student researcher (Miss. Stacey Rees).
What if I have any concerns regarding the study?
If you have a concern about any aspect of this study, you should ask to speak to the
PhD student researcher (Miss. Stacey Rees), who will do her best to answer your
questions. Telephone: 07580867227 Email: Stacey.rees@southwales.ac.uk
You can also speak to my research supervisor/director of studies, Professor Ruth
Northway. Telephone: 0 1443 483177. Email: ruth.northway@southwales.ac.uk
Who is organising and funding the research?
The study is being undertaken as part of a PhD research by Miss. Stacey Rees (PhD
student researcher), and supervised by the advisory research team of Prof. Ruth
Northway (Director of Studies), Dr Neil James (Supervisor) and Dr Ruth Williams
(Supervisor). In partnership with the University of South Wales, this project is funded
by RCBC Wales.
Contact for Further Information
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Please contact:
Stacey Rees, PhD Research Student
University of South Wales
Pontypridd
CF37 1DL
Email: stacey.rees@southwales.ac.uk
Telephone: 07580867227
Thank you for reading this information sheet.

Kind Regards
Stacey Rees
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Appendix Six Stage One - Reply Sheet

Faculty of Life Sciences and Education, University of South Wales
Reply Sheet
‘An exploratory study to investigate how community learning disability nurses
(CNLDs) support adults with learning disabilities in Wales to access secondary
healthcare.’
You have expressed an interest in to participate within this research because you:
Are a registered learning disability nurse (band 5 or 6) practicing in Wales.
Working in a community team, and hold a clinical caseload
Have experience of liaising with secondary healthcare in last two years
Please tick the appropriate box:
Yes, I would like to express an interest in taking part in this research
more information about the study
□

□

I would like

All information given in this form is strictly confidential and will only be used for the purposes
of this study. By signing below I give my consent under the Data Protection Act for the
information given above to be used only for the purpose of this study.
Print name………………………………………………………………...
Signed…………………………………………… Date…………………..
Please provide a telephone number and/or email address so that I can use it contact you to
offer further information on the research and address questions you might have before a date
and time to take part in the research is arranged.
Telephone number………………………………………………………..
Email address …………………………………………………………….
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Appendix Seven Stage One – Participant Recruitment Process

Faculty of Life Sciences and Education, University of South Wales
Process for recruiting CNLDs for stage one (qualitative interviews)
Once ethical approval for this study (stage one) is obtained, research governance
approval will be sought from each of the five HB’s offering specialist learning disability
services research and development departments.
Once governance approval has been obtained by each HB, the lead nurse/head of
nursing for each health board will be contacted and the research will be discussed with
them.
An email will be sent from each lead nurse to all CNLDs within their HB. The email will
contain details of the study including the participant information sheet, the reply slip
and contact details for the researcher.
CNLDs will be asked to contact the researcher direct if they wish to take part in the
study via email and attach the reply slip which details that they meet the inclusion
criteria for the study.
Upon receipt of the reply slips, the lead researcher will make direct contact with
interested CNLDs to address any questions/concerns they may have about the
research.
The consent process will be explained to interested respondents and consent forms
will be provided for those wishing to take part in the interviews to sign.
Upon receipt of the signed consent forms, respondents will be contacted to make
arrangements for the interview process, and will be supplied with list of statements to
be discussed in qualitative interview.
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Appendix Eight Stage One - Data Analysis – Phase Two
Initial Coding
Interview transcript

Initial Coding

Interviewee:
I looked at preparing a client for an MRI scan,
the initial referral came from consultant
psychiatrist requesting clinical input from health
team, and the referral was for support a client
to undertake an MRI of the brain in relation to
his epilepsy.
The referral came into the team in anticipation
and mum was to contact the team when she
had the date for scan, the date came and it was
within a week, this was too short notice in
relation to the preparation that was needed.
So, I rang the hospital and asked could we
move it back, they were brilliant; they cancelled
appointment and made him a new one.

Preparing client

So I met with the client and his family, and we
discussed referral and consent.

Consent
Therapeutic relationship with
client and family.
Accessible information

I met with client on a number of occasions to go
through accessible information we did drawings
and I provided him with an easy read booklet.

Proactive health liaison

Helpful secondary healthcare
staff

I contacted MRI department directly and
arranged to go down to meet with radiographer
and his team to go down to look at MRI suite.
From there we arranged a joint visit for me and
client
It was a really positive outcome for us both,
because in relation to the MRI being done it
was done within 5 days from our visit..
He had the first appointment of the day, he was
in and out and there was no hanging about as
soon as they called him, no transition from
room to room as there would normally be. The
client was relaxed and happy to go ahead with
procedure and went to day centre after having
the procedure

Visit to department prior to
investigation

Prior to his appointment I contacted the
rheumatology department and spoke to the
consultant that was actually overseeing the
care of this gentleman and we spoke quite in

Proactive health liaison
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Positive outcome for client

Reasonable adjustments

length about his level of anxiety and not
wanting to come to appointment.
I went down to the department one day to see
Visit to department prior to
where it was to check the route to get to
investigation
department
we agreed that we should always be first
Reasonable adjustments
appointment and that he would be met by
clinical nurse by the door so rather than going
through to reception, and queuing and then
taking in for observations, we agreed that they
would all be done in the same room, it was
more seamless, it was instant get in and get out
approach.
my role within that as well organizing getting him
down to appointment and the reasonable
adjustments was actually going to the house
that morning and made sure he was ok to go
and I then travelled with them down to hospital
and sat through consultation.
It went really really well. I feel that the
coordination prior to the consultation made a
big difference to my client’s experience.
We have a good relationship with mum and she
phoned to say she was concerned, and it
wasn’t long after she had a clinic appointment
with ourselves, all he could talk about was his
feet. We were reliant on mum to give us
information.
I continued to attend the appointment was
because the medication they prescribe for this
syndrome is similar to his AED’s, and because
he is on such a complex epilepsy regime I just
wanted to feedback to consultant physiatrist,
and ensure that going forward consultant
psychiatrist would be copied into
correspondence.
This is sometimes difficult to coordinate
because some difficulties we have is being
employed by my HB and this was a different HB
and when you work across different health
boards sometimes the two never meet, and
communication is poor.
My client doesn’t now need them to meet him at
the door; he still has first appointment and
knows what is happening, he is able to accept
he needs to wait. He now goes in and has his
weight done separately. Obviously as time has
gone by he is able to attend with no problem
whatsoever.
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Reasonable adjustments

Coordination

Information sharing
Relationship with mum

Feedback to psychiatrist

Difficulties in working across
HBs

Empowerment

Correspondence
I have requested a copy of the letters get sent
to psychiatry and myself they also get sent to
the physio because as part of the programme
he require intensive physio input he also
requires intensive OT input.
I spoke to physios and found information and
Joined up working within CST
then I could go back to the family. I arranged for
our HB head of physio to come out and meet
with the family she was the one that was most
knowledgeable about the syndrome, she
answered lots of their questions and relived a
lot of their anxiety.

I felt this was a positive outcome I felt valued by
his mum and my client, but also felt valued from
rheumatology team as well
From that perspective he asks me a lot of
questions he really makes you feel that you
input is important, for me that was a good thing
and made me feel valued and my thoughts
were taken into account
I have gained a lot of knowledge, it made me
go out and do research and seeing different
roles within that
This lady would struggle accessing community
dentist, she is autistic and can be challenging,
so upon receipt of referral I spoke to care
manager and myself and care manager agreed
I would support client and dad to hospital to
meet with dentist and his team.
I talked to him beforehand about this lady’s
autism, and what she would and wouldn’t
tolerate. It was absolutely fantastic
he came out and went with us in dining area
and he emptied area so he could do
consultation in dining area, he was happy to do
appointment in the clients car where it was
reported she was most relaxed but she did
actually agree to go to room and lie on chair.
He was really good and was willing to make
changes
He suggested, if we wanted any other work
undertaken while she was under anaesthetic
then that might be the time to do it because we
struggled getting any routine stuff done. It was
felt we should get a set of bloods, and also she
has got a contraceptive rod in her arm which
was due for taking out, so we decided to do
this,
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Valued

CNLD input is important

Research

Accompany to appointments

Talked to consultant prior to
consultation

Reasonable adjustments

Coordination
Complexity

Just getting them all together is just not
happening. I have been liaising with dentist,
through telephone, emailing, nagging him just
to see where we are at in relation to progress in
getting things done but it’s so difficult. We’ve
got different disciplines trying to get them all to
one hospital from different trusts
For myself as a clinician I am really frustrated
with the time it is taking to coordinate from what
I see as simple procedure,
frustrated with my lack of control over situation
because obviously it is over to medical team
involved because I don’t feel I can push it any
further
For myself as a clinician, the time it has taken
just to co-ordinate what I see as a simple
procedure. I don’t feel I can push it any further
as it is out of my remit although I do follow up
with regular emails just to see where we are at.
For her really, it’s important that we advocate
on her behalf to ensure its done, I got no doubt
it will be done it’s the time it is taking to get to
the point that we need to be.

Working across health boards

An appointment came through and my role was
to support client to attend neurology in RGH
Due to the complexity of his health needs and
him seeing so many consultants my
involvement first off was to really just to go
down and see what was going on in terms of
his epilepsy.
,you go down you say problem with consultant
and that’s where it stays, they don’t always talk
and meet, it’s not very coordinated, not at all
really.
Therefore, part of my role was to go along and
meet with consultant in neurology whilst I was
there I did request that the neurologist directly
liaise with rheumatology,
I felt like a third-party gathering info and
translating the info to other consultants. I
wanted a more seamless service for the client,
so that everyone knew what they were doing, I
was very fortunate she actually did and she
took all details of consultants involved and
wrote to them directly.

Attend appointment with client

It is a positive result because there is direct
liaison and there is a more coordinated
approach within the three areas of health,

Promote direct contact with each
department
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Frustration

Lack of control

Time consuming

Advocacy

Complexity

Coordination (lack of)

Initiate communication with

departments

Seamless service

copies of the letters get copied into each of
three consultants involved, so before making
any changes to medication, or care plan or
whatever is required each consultant is aware
of what is actually going on.
For me it gives each discipline a clearer picture
of what is going on, the medication and
investigations, both consultants were
requesting an MRI but because they were in
two different disciplines they would have had
duplicated appointments, or one lot was
requesting one set of bloods and the other a
different set, now all bloods would get done at
same time.
I was less frustrated because I can see where
families come from when they need to go
through same thing time and time again, so at
least now each one of them are actually kept in
loop and we got more clear direction
made me feel valued, because they took the
request on board and didn’t dismiss what I had
to say, they listened to me, which in turn
influenced their practice.
I no longer attend the appointment with him, he
goes with his mum, she is fantastic,
For him, he used to get really bored of
answering the same questions, he would say
things like “I don’t want to go they only ask me
same things all the time”, I think for him, it
makes it that more valuable for him.
it appears now they are all communicating, it
makes that consultation less stressful for him.
what did I did I accessible chart with a
photograph of all health professionals including
members of CLDT, and wrote down what our
roles were, care manager, each consultant that
is involved, the role of district nurses and
practice nurse so they both have something
visual to look at so they know what to expect
from each professional.
This too alleviated some of mum’s anxieties
around health professionals.
Referral came into clinical team and was picked
up straight away, due to the nature of referral
Every consultation she went to she found
extremely stressful, and she was extremely
agitated and anxious she was having panic
attacks, she just couldn’t cope. I attended each
appointment with her on ambulance transport
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Avoids duplication

Frustration

Influence practice

Empowerment
Improved service to clients

Reducing client’s anxieties
Accessible information

Reducing parents’ anxieties
Urgency
Attend hospital appointments
with client

because the issue around transport is they pick
them up so early,
We agreed and doctor said best thing to do was
for me to meet with lady before appointments,
and we used to go through what it is that she
wanted to discuss that day, did she have any
questions or ask anything about her medication
we would write it down and when we went to
clinic appointments I would speak on her
behalf. Then the following day I would visit her
at home and we would have a debrief and go
through clinic appointment
Then when chemo started I used to go there
because she was absolutely so scared, she
went through a rough ride. I just provided
reassurance and I was there to ask or answer
any questions.
The hospital were very good when explaining
the results of her biopsy and she had cancer,
and they went through everything in a very
accessible way
She had capacity to consent to any treatment
and she demonstrated good knowledge
provided her with easy read stuff and pictures
and things, but to be honest I think she could of
told me more.
My role was to link in with lots of other health
professionals. I contacted the other health
professionals, and told them about her
diagnosis and we did joint visits to her house.
She had a good relationship with the diabetic
nurse which had gone on for years, yet it was
seen as my role to coordinate all professionals
and arrange and minute any MDT meetings
My involvement was very intensive, she would
have chemo every other day, and I would go
with her because, for me, when we saying
about feelings, for her I really felt that, one I
was giving her a voice, and I felt really sad
because she didn’t have anybody else.
She was not in pain, she had a good team
around her she managed to stay at home for as
long as she could, as her CNLD I was able to
stay with her throughout her whole, journey I
was the only profession that was there for the
whole duration
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Preparation

Reassurance

Secondary health care staff very
good at explaining diagnosis.

Capacity
Accessible information

Communication with other health

professionals
Joint visits
Coordinate MDT and initiate and

minute meetings

Intensive involvement

Key constant

I would say I was the main hub, the main coordination, other people came in and out, lots of
people were in and out of there, I was the
stable one that stayed in there to ensure that
those other things happened around her.

Constant

For me, it was important that she was dignified
in her treatment, and her wishes were met –
which they were.

Dignity
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Appendix Nine - Stage One – Data Analysis – Phase Three
Code
Existing Client

Key
G14

Extract from transcript




D7



G14



D8




G14



C5



Referral via care
manager

G13



Psychiatry referral to
secondary care

G14



D8



Complex Health
Needs

Behaviour

Okay, well this particular gentleman was already
on my caseload
This is a young female client, somebody who
has been on caseload for quite sometime
This gentleman has always been on my
caseload,
he is 29 years of age with downs syndrome, and
quite complex type one diabetes.
she has got several quite complex health needs.
Due to the complexity of his health needs and
him seeing so many consultants my involvement
first off was to really just to go down and see
what was going on in terms of his epilepsy.
At the time there were some concerns raised by
mum that he was having vacant episodes and
there was some noticeable changes in his
behaviour and staff also felt at his day centre
that he wasn’t listening on times and not taking
on board information and things like that.
this gentleman who lived in residential services
within the NHS but also had a community nurse
due to his extreme behaviours which he has
exhibited from his childhood
This was the care manager (who referred patient
for health liaison), who was social work assistant
in team to support patient for this procedure.
So he was seen (name of doctor), consultant
psychiatrist who felt that he needed further
investigations in regards to these vacant
episodes. He requested at the time that this
gentleman was to have an MRI scan.
Initial referral came from consultant psychiatrist
requesting clinical input from health team, and
the referral was for support a client to undertake
an MRI of the brain in relation to his epilepsy.
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Appendix Ten – Stage One – Thematic Maps
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Appendix Eleven – Stage One – Consent Form

Faculty of Life Sciences and Education, University of South Wales
Informed Consent Form for Research Respondents
‘An exploratory study to investigate how community learning disability nurses
(CNLDs) support adults with learning disabilities in Wales to access secondary
healthcare.’

Research Team
Name of PhD Researcher: Stacey Rees
Name of Director of Studies: Professor. Ruth Northway
Name of supervisor: Dr. Neil James
Name of supervisor: Dr. Ruth Williams
Please confirm your understanding of the study details and willingness to participate by putting
your initials in the boxes to indicate your agreement with the following statements:
1. I confirm that I have read and understand the information sheet dated xxxx for the
above study.
2. I have had the opportunity to consider the information, ask questions and have
had these answered satisfactorily.

3. I understand that my participation is voluntary and that I am free to withdraw at
any time without giving any reason, without any consequence to myself.

4. I agree to my anonymised data being used in reports, articles and conference
presentations that will appear in academic journals.
5. I agree to interviews being recorded

6. I agree to take part in the above study.

Name of Participant Date

Signature
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Name of person taking consent

Date

Signature
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Appendix Twelve – Stage Two - Survey

An exploratory study to investigate how community learning disability nurses
(CNLDs) support adults with learning disabilities in Wales to access secondary
healthcare.
Aim of study: to explore how Community Learning Disability Nurse’s (CNLDs)
support adults with learning disabilities access secondary healthcare. In NHS Wales,
secondary healthcare is delivered through hospitals and ambulance services.
SECTION 1: BACKGROUND

The following questions will help us to analyse the survey to assess how
demographic influences, such as gender or age might effect the responses.
1.1

What is your gender? (please tick)

Male
Female
1.2

What is your age group? (please tick)

Less than 25 years
25-34 years
35-44 years
45-54 years
55+ years
1.3

What language do you use in your place of work? (please tick)

English
Welsh
Both
*SURVEY CONTINUES ON THE NEXT PAGE*

1.4 .1

What professional qualifications do you hold? (please tick all
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that apply)
Enrolled Nurse/State enrolled Nurse
Registered Nurse (Learning
Disabilities)
Registered Nurse (Mental Health)
Other: please specify
_______________________________
1.4.2 What academic qualifications do you hold? (please tick highest
qualification held)
GSCE or equivalent
Diploma
A Level or equivalent
Undergraduate degree
Post-graduate Certificate
Post-graduate degree
Doctorate
1.5
How long have you been registered with the NMC (Nursing and
Midwifery Council) or equivalent? (please tick)
Less than 2 years
2-5 years
6-20 years
21+ years
How long have you been employed as a community learning
disability nurse (CNLD)? (please tick)
1.6

Less than 2 years
2-5 years
6-10 years
11-15 years
16-20 years
21+ years
*SURVEY CONTINUES ON THE NEXT PAGE*
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1.7

What is your current banding? (please tick)

Band 5
Band 6
Band 6
Band 7
Band 8
1.8
Learning Disability services can vary depending on area. Please can you
confirm what geographical area that you work within? (please tick)

Abertawe Bro Morgannwg University Health board (ABMUHB)
Aneurin Bevan University Health board (ABUHB)
Betsi Cadwaladr University Health board (BCUHB)
Cardiff & Vale University Health board (CVUHB)
Cwm Taff University Health board (CTUHB)
Hywel Dda University Health board (HDUHB)
Powys Teaching Health board (PTHB)

*SURVEY CONTINUES ON THE NEXT PAGE*
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The next four sections detail scenarios that CNLDs may come across in practice when
supporting clients to access secondary healthcare.
SECTION 2: PROACTIVE/PREPARATORY WORK

Please tick the box that most closely represents how often you perform these
activities.
Never Almost Sometimes Almost Always
Never
Always
2.1

2.2

2.3

2.4

I receive referrals
from primary care
(e.g. GP) to
support a client to
access secondary
healthcare
I am involved in
capacity/consent
meetings when
supporting a client
to access
secondary
healthcare
I complete a
person-cantered
care plan when
supporting a client
to access
secondary
healthcare.
I complete a risk
assessment prior
to or whilst a client
is accessing
secondary
healthcare.

2.5 Have you been involved in discharge planning when supporting your client
to access secondary healthcare? (please tick)
Yes
No (if no, please go
to Question 2.6)
*SURVEY CONTINUES ON THE NEXT PAGE*
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2.5.1 Which of the following tasks would you complete as part of discharge
planning (please tick all that apply).
Arrange discharge meeting
Discuss discharge medication

Other: please specify
______________________________
2.6.
What reasonable adjustments would you facilitate when supporting
your client to access secondary healthcare? (please tick all that apply)
Accessible Information
Care Pathway
Visit prior to appointment
Direct contact with secondary healthcare staff
Other: please specify
_____________________________________________

*SURVEY CONTINUES ON THE NEXT PAGE*
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SECTION 3: THERAPEUTIC RELATIONSHIPS

Please tick the box that most closely represents how often you perform these
activities.
Never
3.1

3.2

3.3

3.4.1

3.4.2

Almost
Never

Sometimes

I provide direct client
support (i.e. attend
hospital appointments,
pre visits) when
supporting my client to
access secondary
healthcare.
I am a key contact (for
a client, families/paid
carers and other health
professionals) when
supporting access to
secondary healthcare.
I develop positive
relationships with
secondary healthcare
staff to ensure
exchange of specialist
knowledge
When I support a client
to access secondary
healthcare, I also
provide support to their
family.
When I support a client
to access secondary
healthcare, I also
provide support to their
paid carers.

*SURVEY CONTINUES ON THE NEXT PAGE*
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Almost
Always

Always

3.5 In which ways to do you interpret information for clients, families and paid
carers when accessing secondary healthcare? (please tick all that apply)
Meet with client/healthcare staff prior to appointment
Seek further clarification
Complete accessible guidelines for staff/carers
Provide debriefing for clients
Provide debriefing for families
Provide debriefing for paid carers
Other: please specify:
____________________________

*SURVEY CONTINUES ON THE NEXT PAGE*
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SECTION 4: COORDINATION

Please tick the box that most closely represents how often you perform these
activities.
Never Almost Sometimes Almost Always
Never
Always
4.1

4.2

4.3

I attend multidisciplinary team
meetings when
supporting a client
to access
secondary
healthcare.
I work between or
across health
boards or services
when supporting a
client to access
secondary
healthcare.
I monitor any
medication
prescribed by
secondary
healthcare staff
and feedback to
them where
necessary

4.4.1 How often do you work in partnership with the secondary care
learning disability liaison nurse (if available)? (please tick)
There is no secondary care liaison nurse in post
Never
Almost never
Sometimes
Almost always
Always
*SURVEY CONTINUES ON THE NEXT PAGE*
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4.4.2

Where is the learning disability secondary care liaison nurse based?

Community Setting
Hospital Setting

*SURVEY CONTINUES ON THE NEXT PAGE*
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SECTION 5: INFLUENCING HEALTHCARE OUTCOMES

Please tick the box that most closely represents how often you perform these
activities.
Never Almost Sometimes
Never
5.1

5.2

5.3

Almost
Always

I provide advice
and
consultancy to
secondary
healthcare staff
I promote the
use of the
1000+ Lives
Acute Care
Bundles when
supporting a
client to access
secondary
healthcare
I advocate on
behalf of a
client when
supporting
them to access
secondary
healthcare

*SURVEY CONTINUES ON THE NEXT PAGE*
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Always

SECTION 6: ADDITIONAL INFORMATION

6. Please use the space below for any further comments relating to supporting
a client to access secondary healthcare or any other issues relevant to topics
mentioned in this survey.

THANK-YOU FOR TAKING THE TIME TO COMPLETE THIS SURVEY
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Appendix Thirteen - Stage Two – Pilot Survey
PILOT SURVEY

An exploratory study to investigate how community learning disability nurses
(CNLDs) support adults with learning disabilities in Wales to access secondary
healthcare.
Aim of study: to explore how Community Learning Disability Nurse’s (CNLDs)
support adults with learning disabilities access secondary healthcare. In NHS Wales,
secondary healthcare is delivered through hospitals and ambulance services.
PLEASE NOTE: This is a pilot survey; please can you ensure that you record
the amount of time that it takes you to complete survey. There is a space for
this information on the last sheet of the survey.
SECTION 1: BACKGROUND

The following questions will help us to analyse the survey to assess how
demographic influences, such as gender or age might affect the responses.
1.5

What is your gender? (please tick)

Male
Female
1.6

What is your age group? (please tick)

Less than 25 years
25-34 years
35-44 years
45-54 years
55+ years
1.7
What language do you use in your place of work? (please tick)
English
Welsh
Both
*SURVEY CONTINUES ON THE NEXT PAGE*
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1.8 .1
What professional qualifications do you hold? (please tick all
that apply)
Enrolled Nurse/State enrolled Nurse
Registered Nurse (Learning
Disabilities)
Registered Nurse (Mental Health)
Other: please specify
_______________________________
1.4.2 What academic qualifications do you hold? (please tick highest
qualification held)
GSCE or equivalent
Diploma
A Level or equivalent
Undergraduate degree
Post-graduate Certificate
Post-graduate degree
Doctorate
1.5
How long have you been registered with the NMC (Nursing and
Midwifery Council) or equivalent? (please tick)
Less than 2 years
2-5 years
6-20 years
21+ years
1.6

How long have you been employed as a community learning

disability nurse (CNLD)? (please tick)
Less than 2 years
2-5 years
6-10 years
11-15 years
16-20 years
21+ years
*SURVEY CONTINUES ON THE NEXT PAGE*
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1.7

What is your current banding? (please tick)

Band 5
Band 6
Band 6
Band 7
Band 8
1.8
Learning Disability services can vary depending on area. Please can you
identify which country you work within? (please tick)

England
Scotland
Ireland

*SURVEY CONTINUES ON THE NEXT PAGE*
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The next four sections detail scenarios that CNLDs may come across in practice when
supporting clients to access secondary healthcare.
SECTION 2: PROACTIVE/PREPARATORY WORK

Please tick the box that most closely represents how often you perform these
activities.
Never Almost Sometimes Almost Always
Never
Always
2.1

2.2

2.3

2.4

I receive referrals
from primary care
(e.g. GP) to
support a client to
access secondary
healthcare
I am involved in
capacity/consent
meetings when
supporting a client
to access
secondary
healthcare
I complete a
person-cantered
care plan when
supporting a client
to access
secondary
healthcare.
I complete a risk
assessment prior
to or whilst a client
is accessing
secondary
healthcare.

2.5 Have you been involved in discharge planning when supporting your client
to access secondary healthcare? (please tick)
Yes
No (if no, please go
to Question 2.6)
*SURVEY CONTINUES ON THE NEXT PAGE*
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2.5.1 Which of the following tasks would you complete as part of discharge
planning (please tick all that apply).
Arrange discharge meeting
Discuss discharge medication

Other: please specify
______________________________
2.6.
What reasonable adjustments would you facilitate when supporting
your client to access secondary healthcare? (please tick all that apply)
Accessible Information
Care Pathway
Visit prior to appointment
Direct contact with secondary healthcare staff
Other: please specify
_____________________________________________

*SURVEY CONTINUES ON THE NEXT PAGE*
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SECTION 3: THERAPEUTIC RELATIONSHIPS

Please tick the box that most closely represents how often you perform these
activities.
Never
3.1

3.2

3.3

3.4.1

3.4.2

Almost
Never

Sometimes

I provide direct client
support (i.e. attend
hospital appointments,
pre visits) when
supporting my client to
access secondary
healthcare.
I am a key contact (for
a client, families/paid
carers and other health
professionals) when
supporting access to
secondary healthcare.
I develop positive
relationships with
secondary healthcare
staff to ensure
exchange of specialist
knowledge
When I support a client
to access secondary
healthcare, I also
provide support to their
family.
When I support a client
to access secondary
healthcare, I also
provide support to their
paid carers.

*SURVEY CONTINUES ON THE NEXT PAGE*
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Almost
Always

Always

3.5 In which ways to do you interpret information for clients, families and paid
carers when accessing secondary healthcare? (please tick all that apply)
Meet with client/healthcare staff prior to appointment
Seek further clarification
Complete accessible guidelines for staff/carers
Provide debriefing for clients
Provide debriefing for families
Provide debriefing for paid carers
Other: please specify:
____________________________

*SURVEY CONTINUES ON THE NEXT PAGE*
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SECTION 4: COORDINATION

Please tick the box that most closely represents how often you perform these
activities.
Never Almost Sometimes Almost Always
Never
Always
4.1

4.2

4.3

I attend multidisciplinary team
meetings when
supporting a client
to access
secondary
healthcare.
I work between or
across health
boards or services
when supporting a
client to access
secondary
healthcare.
I monitor any
medication
prescribed by
secondary
healthcare staff and
feedback to them
where necessary

4.4.2 How often do you work in partnership with the secondary care
learning disability liaison nurse (if available)? (please tick)
There is no secondary care liaison nurse in post
Never
Almost never
Sometimes
Almost always
Always
4.4.2 Where is the learning disability secondary care liaison nurse based?
Community Setting
Hospital Setting
*SURVEY CONTINUES ON THE NEXT PAGE*
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SECTION 5: INFLUENCING HEALTHCARE OUTCOMES

Please tick the box that most closely represents how often you perform these
activities.
Never Almost Sometimes
Never
5.1

5.2

5.3

Almost
Always

I provide advice
and
consultancy to
secondary
healthcare staff
I promote the
use of the
1000+ Lives
Acute Care
Bundles when
supporting a
client to access
secondary
healthcare
I advocate on
behalf of a
client when
supporting
them to access
secondary
healthcare

*SURVEY CONTINUES ON THE NEXT PAGE*
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Always

SECTION 6: ADDITIONAL INFORMATION

6. Please use the space below for any further comments relating to supporting
a client to access secondary healthcare or any other issues relevant to topics
mentioned in this survey.

THANK-YOU FOR TAKING THE TIME TO COMPLETE THIS SURVEY

*SURVEY CONTINUES ON THE NEXT PAGE*
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PILOT STUDY FEEDBACK
1.

How long did it take you to complete this survey? (please tick)
Less than 5 minutes
5-10 minutes
11-15 minutes
16-20 minutes
21-25 minutes
26-30 minutes
30+ minutes

2.
Were there any questions that you did not understand or need further
clarification.? Please explain below.

*SURVEY CONTINUES ON THE NEXT PAGE*
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3. Were the instructions clear?

4. Do you have any concerns in relation to formatting and style?

5. Do you have any additional comments?
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Appendix Fourteen – Stage Two - Participant Recruitment Process

Faculty of Life Sciences and Education, University of South Wales
Process for recruiting CNLDs for stage two (quantitative survey)


Once ethical approval for this study (stage two) is obtained, research governance
approval will be sought from each of the five-health board’s offering specialist
learning disability services research and development departments.



Once governance approval has been obtained by each health board, the lead
nurse/head of nursing for each health board will be contacted via email and they
will be notified of the research and details of stage two including research process.
They will be asked to forward information and relevant documentation to their senior
nurses within health board. They will also have an opportunity to clarify any queries
they may have.



An email will be sent from each lead nurse to the senior CNLDs within their health
board. The email will contain details of the study including the participant
information sheet, a copy of the survey and contact details for the researcher. The
email will ask the senior nurse to provide the researcher with details of when the
next nurse meeting is to be held (usually monthly) and ask for permission for the
researcher to attend to discuss survey with CNLDs.



If agreed, the researcher will attend a nurse meeting that is mutually convenient,
and provide an overview of the research, copies and the survey, participant
information sheets and freepost envelopes.



The consent process will be explained to the CNLDs, and it will be explained that
by completing the survey they are demonstrating informed consent.



Once completed, surveys will need to be returned to the researcher in the freepost
envelopes provided.

288

Appendix Fifteen – Stage Two – Participant Information Sheet

Faculty of Life Sciences and Education, University of South Wales
Research Participant Information Sheet

Dear Participant
I would like to invite you to take part in a research study. Before you agree to
participate it is important to understand why the research is being done and what it
would involve for you.
Please take time to read the following information carefully, and do not hesitate to
contact me if anything you read is not clear or would like more information. You should
take time to decide whether or not you would like to take part.
This sheet has been forwarded by your head of nursing, and no contact details have
been forwarded to the researcher at this stage.
Study Title
‘An exploratory study to investigate how community learning disability nurses
(CNLD’s) support adults with learning disabilities in Wales to access secondary
healthcare.’
*Please be aware that by completing the survey you are demonstrating
informed consent*
What are the aims of the study?





To explore how CNLD’s support adults with learning disabilities access
secondary healthcare.
To develop more detailed information on the role of the community learning
disability nurse in relation to meeting the physical health needs of people
with learning disabilities.
To disseminate research findings to people with learning disabilities and
health professionals.

Why have I been chosen?
You have been asked to consider participating in this research because you meet the
following criteria:
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Registered Learning Disability Nurse
Practicing in Wales
Working in a community team, and carrying a clinical caseload
Experience of liaising with secondary healthcare within last two years
Band 5, 6, 7 or 8 nurse.

Do I have to take part?
No. It is up to you to decide whether or not to take part in this research. However,. if
you agree to participate in the research, you will therefore be providing a valuable
contribution to knowledge and understanding the role of the CNLD supporting adults
with learning disabilities access secondary healthcare. This will hopefully inform the
future development of services for people with learning disabilities.
If you do not wish to take part, you do not need to do anything.
If I choose to take part what will I be asked to do?
You will be asked to anonymously complete a survey which will need to be returned
in the freepost envelope that has been provided. Again, it is important to note that by
completing and returning the survey you are demonstrating implied consent.
In order to maintain client confidentiality and anonymity, you should avoid using the
names of client’s/service users.
What will happen to what I say?
In keeping with recommended research guidelines of University of South Wales, the
documentation will be kept securely in a locked cabinet and then destroyed after a
minimum of three year period.
Are there any risks?
It is not anticipated that any harm would come to you as a result of participating in this
study. However, it is recognized that you may need to talk about sensitive issues or
clinical practice that did not achieve a positive outcome for the client. Therefore, if you
do agree to take part in this research, helpline numbers, websites and contact details
of local services and agencies for appropriate professional support will be provide
should you need further support. Also, you can discuss any issues or concerns that
you may have with your line manager.
What are the benefits?
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The research cannot guarantee any direct benefits to you. However, there is limited
research on the role of the CNLD. If you agree to participate in the research, you will
therefore be providing a valuable contribution to knowledge and understanding the
role of the CNLD supporting adults with learning disabilities access secondary
healthcare. This will hopefully inform the future development of services for people
with learning disabilities.
What will happen to the results of the research study?
Upon completion of the research, findings will be published via a PhD thesis. In
addition, findings will be submitted for publication in academic and professional
journals and, could be shared through conferences. The findings will also be shared
in accessible format for people with learning disabilities. However, where there is
potential for identification of health board, i.e. there is only person at a specific grade
working within the health board, the health board will be referred to as a letter. Where
this is the case, the data will be aggregated so there will be no identifiable data.
As the PhD studentship is funded by RCBC Wales (Health & Care Research Wales)
the findings from the research will also be forwarded to the Welsh Government.
You can request a copy of the overall findings (stage one and stage two) by contacting
the PhD student researcher (Miss. Stacey Rees).
What if I have any concerns regarding the study?
If you have a concern about any aspect of this study, you should ask to speak to the
PhD student researcher (Miss. Stacey Rees), who will do her best to answer your
questions. Telephone: 07580867227 Email: Stacey.rees@southwales.ac.uk
You can also speak to my research supervisor/director of studies, Professor Ruth
Northway. Telephone: 0 1443 483177. Email: ruth.northway@southwales.ac.uk
Who is organising and funding the research?
The study is being undertaken as part of a PhD research by Miss. Stacey Rees (PhD
student researcher), and supervised by the advisory research team of Prof. Ruth
Northway (Director of Studies), Dr Neil James (Supervisor) and Dr Ruth Williams
(Supervisor). In partnership with the University of South Wales, this project is funded
by RCBC Wales.
Contact for Further Information
Please contact:
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Stacey Rees, PhD Research Student
University of South Wales
Pontypridd
CF37 1DL
Email: stacey.rees@southwales.ac.uk
Telephone: 07580867227
Thank you for reading this information sheet.

Kind Regards
Stacey Rees
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Appendix 16 – Stage Two Findings
Table 1 - Discharge Planning & Salary Grade / Banding of Participant
Banding

Total
(n=112)

Band 5

16

Involved in discharge planning when supporting client to
access secondary healthcare
n (%)
14 (87.5)

Band 6

69

61 (88.4)

Band 7

25

24 (96)

Band 8

2

2 (100)

Total

112

101 (90.1)

Table 2 - Discharge Planning & Geographical Area
Health board
area

Total
(n=112)

Health board A

13

Involved in discharge planning when supporting client to
access secondary healthcare
n (%)
12 (92.3)

Heath board B

16

15 (93.75)

Health board C

15

12 (80)

Health board D

9

8 (88.88)

Health board E

34

32 (94.11)

Health board F

9

8 (88.88)

Health board G

16

14 (87.5)

Total

112

101 (90.1)
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Table 3 – Discharge Planning Activities & Salary Grade / Banding of Participant
Total
(n=101)

Band 5

14

Initiate or
Discuss
Discuss
Refer
arrange
discharge
follow-up client to
discharge
medication
MDT
meeting
n (%)
n (%)
n (%)
n (%)
12 (85.7)
12 (85.7)
12 (85.7)
13 (91)

Band 6

61

52 (85.2)

53 (86.88)

57 (93.4)

55 (90.1)

Band 7

24

19 (79.1)

20 (83.3)

21 (87.5)

21 (87.5)( 20 (83.3)

Band 8

2

1 (50)

2 (100)

2 (100)

2 (100)

2 (100)

Total

101

84 (83.1)

87 (86.1)

92 (91)

91 (90)

90 (89)

Band

Arrange
handover of
information
n (%)

55 (90.1)

13 (91)

Table 4 - Discharge Planning & Geographical Area
Total
(n=101)

Health board A

12

Initiate or
Discuss
Discuss
Refer
Arrange
arrange
discharge
followclient to handover of
discharge medication
up
MDT
information
meeting
n (%)
n (%)
n (%)
n (%)
n (%)
10 (83)
12 (100)
12 (100)
10 (83)
12 (100

Health board B

15

15 (93.7)

15 (100)

14 (93)

14 (93)

15 (100)

Health board C

12

7 (58.30

9 (75)

10 (83)

10 (83)

9 (75)

Health board D

8

5 (62.5)

3 (37.5)

7 (87.5)

8 (!00)

7 (87.5)

Health board E

32

27 (84.3)

26 (81.25)

30 (93.75) 31 (96.87) 28 (87.5)

Health board F

8

7 (87.5)

8 (100)

5 (62.5)

6 (75)

Health board G

14

13 (92.85)

14 (100)

14 (100)

12 (85.71) 12 (85.71)

Total

101

84 (74%)

Health board
area

87 (86.13)
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92 (91)

91(90.09)

7 (87.5)

90 (89)

Table 5 - Reasonable Adjustments & Salary Grade / Banding

Total
N

Accessible
Information
n (%)

Band 5

16

16 (100)

11 (68.75)

14 (87.5)

15 (93.75)

12 (75)

Band 6

69

67 (97.10)

42 (60.86)

59 (85.5)

66 (95.6)

57 (82.6)

Band 7

25

25 (100)

15 (60)

23 (92)

23 (92)

20 (88)

Band 8

2

2 (100)

1 (50)

2 (100)

2 (100)

1 (50)

Total

112

110 (98.2)

69 (61.6)

98 (87.5)

106 (94.6)

90 (80)

Band

Implement
personalised
Care Pathway
n (%)

Visit to
Changes to Changes to
ward or appointment procedure or
department
times
process
n (%)
n (%)
n (%)

Table 6 - Reasonable Adjustments & Geographical Location
Health
board
Area

Total
(n=112)

Accessible
Information
n (%)

Health
board A

13

13 (100)

Implement
Visit to
Changes to Changes
personalised
ward or appointment
to
Care
department
times
procedure
Pathway
n (%)
n (%)
or process
n (%)
n (%)
11 (85)
13 (100)
13 (100)
13 (100)

Health
board B

16

16 (100)

11 (68)

14 (88)

16 (100)

14 (88)

Health
board C
Health
board D
Health
board E
Health
board F

15

14 (93)

8 (53)

9 (60)

13 (87)

10 (63)

9

9 (100)

4 (44)

9 (100)

9 (!00)

7 (78)

34

33 (97)

20 (59)

31 (91)

31 (91)

25 (74)

9

9 (!00)

6 (89)

6 (67)

9 (100)

8 (89)

Health
board G

16

16 (100)

9 (56)

16 (100)

15 (94)

13 (81)

Total

112

110 (98)

69 (62)

98 (88)

106 (95)

90 (80)
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Table 7 - Methods of Interpreting Information & Banding or Salary Grade
Band

Total
n

Band 5

16

Meet with
Seek
Access Debriefin Debriefing Debriefing for
client
further
ible
g for
for families
paid carers
prior to
clarificat Guideli clients
n (%)
n (%)
appointme ion n (%)
nes
n (%)
nt
n (%)
n (%)
15 (93.7)
15 (93.7) 15 (93.7) 15 (93.7) 13 (81.25)
14 (87.5)

Band 6

69

67 (97)

66 (95.6)

53 (76.8) 61 (88)

56 (81)

57 (82.6)

Band 7

25

25 (100)

22 (88)

19 (76)

21 (84)

21 (84)

22 (88)

Band 8

2

2 (100)

2 (100)

8 (100)

1 (50)

1 (50)

1 (50)

Total

112

109 (97)

105 (93)

89 (79)

98 (87.5) 91 (81.2)

94 (83.9)

Table 8 - Pearson Chi-Square Tests on Interpreting Information and Salary
Grade/Banding
Total

Health
board A

13

Meet with
Seek
Acces Debriefin Debriefing for Debriefing for
client
further
sible
g for
families
paid carers
prior to
clarific Guide clients
n(%)
n(%)
appointm
ation
lines
n(%)
ent
n(%)
n(%)
n(%)
13 (100) 12 (92) 12(92) 11 (84.6) 11 (84.6)
11 (84.6)

Health
board B

16

16 (100)

16 (100) 14 (88) 14 (88)

13 (81.25)

13 (81.25)

Health
board C
Health
board D
Health
board E
Health
board F

15

13 (87)

14 (87.5) 12 (80) 12 (80)

11 (73.3)

11 (73.3)

9

9 (100)

8 (88.8)

8 (88.8) 8 (88.8)

9 (100)

9 (100)

34

33 (97)

30 (88)

25 (91) 30 (88)

27 (79)

29 (85.2)

9

9 (!00)

9 (100)

6 (67)

6 (66.6)

7 (77.7)

Health
board G

16

16 (100)

16 (!00)

12 (75) 15 (94)

14 (87.5)

14 (87.5)

Total

112

109 (97)

105 (93) 89 (79) 98 (87.5) 91 (81.2)

94 (83.9)
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8 (89)

Appendix Seventeen – List of Presentations
Conference or Event

Title of Presentation

Date

Community Nursing
Research (Wales)
Conference
ABMUHB – Clinical
Governance 2014
Conference
USW Faculty Postgraduate
Research Presentation Day

‘Exploring the evidence base in relation
to CNLDs working in Wales and
implications for future research’
‘The role of the CNLD in supporting
adults with learning disabilities in Wales
access secondary healthcare’
‘The role of the CNLD in supporting
adults with learning disabilities in Wales
access secondary healthcare’
Discussed overview of research study
with students

5/11/2014

Provided an overview of research study
to individuals with learning disabilities at
health board learning event
‘The role of the CNLD in supporting
adults with learning disabilities in Wales
access secondary healthcare’
‘An exploratory study to investigate how
community learning disability nurses
(CNLDs) support adults with learning
disabilities in Wales to access secondary
health care.
‘Using Critical Incident Technique in
Nursing Research’
‘The role of the CNLD in supporting
adults with learning disabilities in Wales
access secondary healthcare’ (Poster
Presentation)
‘Critical Incident Technique: a useful
method for exploring the health liaison
role of the Community Learning
Disability Nurse (CNLD)?’

27/01/2016

‘The role of the CNLD in supporting
adults with learning disabilities in Wales
access secondary healthcare’ (Poster
Presentation)
‘The role of the CNLD in supporting
adults with learning disabilities in Wales
access secondary healthcare’
‘An exploratory study to investigate how
community learning disability nurses
(CNLDs) support adults with learning
disabilities in Wales to access secondary
health care.
‘An exploratory study to investigate how
community learning disability nurses
(CNLDs) support adults with learning

08/2017

Undergraduate Health and
Social Care Degree
Students at USW
‘Patient Stories’ Workshop
ABMUHB
All Nursing Positive Practice
Event (Powys Teaching
Health board)
Community Nursing
Research (Wales)
Conference

USW Faculty Postgraduate
Research Presentation Day
‘Living the Commitment’
Event (Cardiff)

RCN International Nursing
and Research Conference
and exhibition 2017

ABUHB Research and
Development Conference
2017
All Wales Learning Disability
Health Liaison Group
RCN International Nursing
and Research Conference
and exhibition 2018

International Association for
the scientific study of
intellectual and
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3/12/2014

15/09/2015

08/01/2016

20/08/2016

03/10/2016

29/10/2016
21/11/2016 &
22/11/2016

7/04/2017

03/2018

16/04/2018

19/07/2018

developmental disabilities
(IASSIDD) conference 2018
HAMK Wellbeing Week –
Finland

disabilities in Wales to access secondary
health care.
Facilitated a workshop and within the
workshop discussed the role of the
CNLD supporting access to healthcare
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02/2020

Appendix Eighteen – Publication Strategy
Proposed Title or Broad
Topic

Target Journal

Approximate
Date

How CNLDs support access
to secondary healthcare for
people with learning
disabilities in Wales
Reducing and Overcoming
barriers: the social model of
disability
Succession Planning:
demographics of community
nursing in Wales
Medication Monitoring &
people with learning
disabilities
Social Model of Disability
within Nursing Practice

Journal of Advanced Nursing

October 2021

Journal of Advanced Nursing
International Journal of Disability Studies

January 2022

Journal of Community Nursing

March 2022

Journal of Advanced Nursing

July 2022

Journal of Advanced Nursing

October 2022
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