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The public health role of
learning disability nurses:
a review of the literature

Kay Mafuba explores how learning disability nurses contribute to the
implementation of public health policy for people with learning disabilities

Summary The workforce_ responsible for ens_uring that UK
public health policy frameworks are implemented
Kay Mafuba examines the literature on learning is dispersed across various organisations (Wanless
disability nurses’ role in public health. She identifies 2004). Facing the Facts (DH 1999b) noted confusion
methodological shortcomings and highlights gaps and a lack of clarity in relation to responsibilities
in knowledge concerning nurses’ implementation and roles in health care for people with learning
of national policy and the experiences of people disabilities. This suggests that there is a lack of
with learning disabilities in accessing public health strategic clarity regarding a public health role
services. for learning disability nurses. This may lead to
questions about the learning disability nurse’s
Keywords contribution to public health policy implementation
Literature review, policy implementation, public and about how people with learning disabilities’
health access public health services.
In recent years NHS senior officials have outlined
IN THE UK there is a disparity between the health a public health role for learning disability nurses
of people with learning disabilities and that of the in England (DH 2007c¢) relating to developing and
general population, and between health care for planning policy implementation and leading service
those with learning disabilities and those without delivery for people with learning disabilities. Recent
(Kerr 2004). People with learning disabilities government policy has focused on involving service

experience poor access to health care (Department users (DH 2002, 2003, 2005, 2006b 2007a, 2007d,
of Health (DH) 1999a, 2001, 2006a, 2007a, Disability Mencap 2004, National Patient Safety Agency 2004). It

Rights Commission (DRC) 2006) and are known is therefore important to evaluate research on service
to have much greater health need (NHS Executive users’ perceptions of nursing care (Aylott 2002).

1998, DH 1999b, Cancer Research UK 2008). People

with learning disabilities experience unequal Literature search strategies

access to health services (Kerr 2004, DRC 2006) The review focused on two broad groups of studies.
and inadequate diagnosis of treatable conditions. The first centred on the public health role of learning
Furthermore, they are more likely to die from disability nurses and their involvement in public
preventable causes (Hollins et al 1998, Mencap 2007,  health policy implementation. The second looked at
DH 2007a,b). International studies have also shown the experiences of people with learning disabilities in
poor uptake of public health initiatives by people accessing public health services.

with learning disabilities (Beange et al 1995, Beange The work involved undertaking a computer

and Bauman 1990, Jacobson et al 1989, Howells database search using EBSCOhost, CINAHL, Academic
1986, Wilson and Haire 1990, Kerr et al 1996, Jones Search Elite, Ovid Online, IBSS, Index to Theses,

and Kerr 1997, Stein and Allen 1999). PsycARTICLES, ScienceDirect, RCN Journals Database,
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ZETOC Search, Google Scholar and Copernic Plus.
Search words were placed into two categories. One
category contained the following key terms: learning
disability; learning difficulty; mental retardation;
intellectual disability. These were combined with
words or phrases pertinent to the review: learning
disability nurse, community learning disability nurse,
role, public health, health promotion, public health
policy, health care, views, perceptions.

Studies were excluded if they were published
before January 1980, not in English, government
documents or covered ‘non-health’ roles of nurses.

The search produced 75 relevant articles, which
can be broken in four distinct groups:

Studies that addressed a public health role of the

learning disability nurse.

Research that sought the perceptions and

experiences of people with learning disabilities

regarding access to public health/health care.

Investigations that explored the implementation of

health policy for people with learning disabilities.

Articles that addressed the methodological

challenges of carrying out perception and

experience studies involving people with learning
disabilities.
Literature was then read, summarised and themes
identified.

Public health role

Bollard (2002) used case studies to provide a model
of health promotion for people with learning
disabilities. Marshall et al (2003) evaluated the
impact of learning disability nurse-led health
screening clinics and health promotion classes.

Barr et al (1998) reported on a longitudinal health
screening project led by learning disability nurses.
The other five papers (Bollard 1997, Stewart and
Todd 2001, Boarder 2002, Mobbs et al 2002, Hames
and Carlson 2006) focused on questions around the
awareness of other health professionals in primary
care regarding the general contribution of the
learning disability nurses.

Jukes (1994) traced the origins of learning
disability nurses’ involvement in public health to
the 1960s. In the 1980s several attempts were
made to identify and clarify the contribution of
community learning disability nurses (Elliot-Cannon
1981, Royal College of Nursing 1985). The Griffiths
report (1988) and the NHS and Community Care

Learning disability nurses find themselves

treading a fine line between health and

social care services

Act (1990) emphasised the ‘health’ contribution of
learning disability nursing. More recently, the DH
has emphasised the public health role of learning
disability nurses in England (DH 2001, DH 2007¢).

There is, however, lack of clarity as to how
this role is to be carried out in practice. This is
because learning disability nurses find themselves
treading a fine line between health and social care
services. Consequently, defining a public health
role for learning disability nurses has been difficult
(Mobbs et al 2002). It is no surprise that the role
has evolved differently across England (Mobbs
et al 2002), or that primary care and social care
providers have conflicting views on nurses’ public
health role (McGarry and Arthur 2001). There is
very little research into learning disability nurses’
practice and their contribution to public health
services for people with learning disabilities (Boarder
2002). Recent research has concentrated on nurses’
broader professional role (Mansell and Harris 1998,
Alaszewski 2001, Mobbs et al 2002, Llewellyn and
Northway 2007).

Predominantly qualitative methodologies were
used in the research papers under review. These
included a case study approach (Bollard 2002),
questionnaires (Bollard 1997, Barr et al 1998,
Mobbs et al 2002, Marshall et al 2003, Hames and
Carlson 2006), a project report (Barr et al 1998)
and semi-structured interviews (Stewart and Todd
2001, Boarder 2002). An outline of data analysis
approaches was given in four studies under review.
There was a content analysis (Boarder 2002), a
descriptive analysis (Hames and Carlson 2006),
and statistical analyses (Bollard 1997, Mobbs et al
2002). In all of the articles, except Bollard (1997), the
authors do not pay much attention to the need for
justifying their choice of research methods. Analysis
and evaluation of this will be addressed in the
section on methodologies.

Despite the methodological limitations
highlighted here, important themes pertinent to
the public health role of learning disability nurses
emerge. The articles demonstrate high levels of
health need among people with learning disabilities
and the importance of action to improve access to
public health services. Some of the emerging themes
include the complexity and increasingly specialised
role of the learning disability nurse (Mobbs et al
2002), the learning disability nurse’s contribution
to public health through health facilitation, health
promotion and health education (Barr et al 1998,
Bollard 2002, Marshall et al 2003), and the positive
regard for learning disability nurses by other
primary care professionals (Stewart and Todd 2001).

However, some of the emerging themes raise
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significant questions, which necessitate a need for
further research. The lack of in-depth research
studies that evaluate and validate the public

health role of learning disability nurses must be
addressed. Of even greater concern, perhaps, is the
lack of public health role clarity among learning
disability nurses themselves, other public health
professionals and primary care organisations
generally (Stewart and Todd 2001, Boarder 2002,
Mobbs et al 2002, Hames and Carlson 2006). Studies
have shown that a lack of role clarity impedes the
implementation of health policy (Ross 2001, Fyson
2002). Taylor (1996) pointed out that lack of role
clarity and confused and ambiguous expectations
among healthcare professionals result in reduced
quality of care. Clarity of role expectations is
beneficial because it improves communication,
flexibility and responsiveness at every level of policy
implementation (Taylor 1996).

Health experiences

There is a growing amount of research literature on
the involvement of people with learning disabilities
in research (Townson et al 2004, Walmsley 2004).
However, there appear to be very few studies

that have examined the experiences of people

with learning disabilities in accessing health care.
Cameron and Murphy (2002) point out that a recent
focus has been on how to meaningfully involve
people with communication difficulties in research.
This will be addressed in more detail in the section
on methodologies.

Of the four studies under review in this
section, the study by Martin et al (1997) was the
most in-depth. The study sought to identify the
expectations and experiences of people with learning
disabilities and their carers about the health care
they were receiving. The paper by Manthorpe et
al (2003) reported on the views of people with
learning disabilities and their carers on the changing
roles and pre-registration education of learning
disability nurses. The study by Young and Chesson
(2006) investigated methods enabling people with
learning disabilities and severe mental illness to
comment on their health care. Chou et al (2008)
examined whether women with a learning disability
in an institution in Taiwan could comment on their
experience of menstruation.

Martin et al (1997) used multiple methods to
collect data. The other studies used focus groups
(Manthorpe et al 2003), semi-structured interviews
(Chou et al 2008) and structured interviews (Young
and Chesson 2006). Only two studies explained
how data was analysed; Manthorpe et al (2003)
used thematic analysis and Chou et al (2008) used

comparative analysis. Only Manthorpe et al (2003)
highlighted the advantages and limitations of their
methodologies.

Informants have been used in research into the
experiences of people with cognitive disabilities
(McLoughlin 1996, Gilbert 2004). Manthorpe et
al (2003) and Martin et al (1997) used carers as
informants in their triangulated studies. Data
from service users and carers was collected and
analysed separately. Chou et al (2008) used in-depth
interview questions answered by participants ‘with
assistance’ from carers. There may be significant
methodological questions about the outcomes of
this research, given that there is evidence suggesting
that people with learning disabilities can easily be
influenced by others when responding to questions
(Fraser and Fraser 2001).

A number of themes emerge. First, people with
learning disabilities can be aware of their health
needs. Second, people with learning disabilities can
comment on their experience of health and health
care. Third, people with learning disabilities can
express their views on the contribution professionals
make to their health care. Townsley (1995) noted
that people with learning disabilities are increasingly
being involved in evaluating services. Valuing People
(DH 2001) saw a significant contribution from people
with learning disabilities. Walmsley (2004) suggested
that obtaining the views of service users is now a
‘moral’ requirement. However, what is missing from
the studies under review are narratives from people
with learning disabilities about the learning disability
nurse’s contribution to their experience of accessing
public health services. How people perceive their
experience of healthcare activity is likely to affect
their future engagement with that activity (Zastowny
et al 1995). It is therefore important to investigate
how that experience is affected by learning disability
nurses’ involvement.

Health policy implementation
McDonnell et al (2006) pointed out that UK health
policy is usually implemented or changed without
evaluation. In addition, evaluation of health policy
implementation has been neglected (Hill 2003,
O’Toole 2004), leading to difficulties in determining
whether such policy has been effective. Greenhalgh
et al (2004) identified the need for action, as
articulated by opinion leaders in health care.

The only study under review is that by Fyson
(2002). This research investigated why health
and social care policies for people with learning
disabilities are difficult to implement and why there
is such a disparity between policy and practice. The
extensive study involved semi-structured interviews

LEARNING DISABILITY PRACTICE

May 2009 | Volume 12 | Number 4 [EE)




Feature

with staff at all levels in learning disability services.
Of interest among the findings is the worrying
variation across geographical regions in the
interpretation of national policy frameworks.
Northway et al (2007) pointed out that translating
policy frameworks into operational policies is
complex. In addition, policy effectiveness is
dependent on implementation (Barrett 2004) and
staff involved (Lipsky 1993, Northway et al 2007).
Policy effectiveness is likely to affect service user
experience. Therefore, research on how policy is
implemented and its impact on service users is of
importance and significance (Fyson 2002).

Research methodologies
Lack of justification for choice of methodologies

This is surprising given that interpretive research
methodologies have long been criticised for lack of
rigour (Stringer 2007). The value and status placed
on outcomes of research is largely dependent on
the quality and rigour of methods used (Mays and
Pope 2000).

There is increasing involvement of people
with learning disabilities in service evaluation
(Lowe 1992) and in research (Gates and Waight
2007) through focus groups. Focus groups are
widely used in health research (Oliva et al 1999)
and increasingly in qualitative research involving
people with learning disabilities (McCallion and
McCarron 2004, Gates and Waight 2007). McCallion
and McCarron (2004) noted that focus groups are
one of the most inclusive and relevant research
approaches in learning disabilities. Another

is evident in most of the articles in this review.
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addressing complex issues (Basch 1987).

However, inclusive research for people with
learning disabilities using focus groups has
significant challenges and criticisms (Owen 2001,
Brown 2007, Gates and Waight 2007). Straw and
Smith (1995) observed that focus groups with
vulnerable people can easily become therapy
sessions. Carey (1995) and Morgan (1995) pointed
out that there are concerns regarding data analysis
using this methodology.

Case studies (Fraser and Fraser 2001, Gates
and Waight 2007) were used to evaluate focus
groups in research involving people with learning
disabilities. Boland et al (2008) emphasised the need
for triangulation when using focus groups. All the
studies acknowledged the challenges researchers
face when using focus groups with people with
learning disabilities, and Fraser and Fraser (2001)

and Gates and Waight (2007) offer advice on how
these challenges can be addressed in practice. What
is missing from the three studies is an evaluation
of how data is processed and analysed. However,

it is clear that focus groups involving people with
learning disabilities are useful in exploratory,
evaluative and longitudinal health research. Internal
and external validity of data can be enhanced by
triangulation.

Conclusion

This literature review has demonstrated a need to
evaluate nurses’ contribution to public health policy
implementation. There is also a need to evaluate

and validate the experiences of people with learning
disabilities’ in accessing public health; the review has
highlighted a dearth of research evidence in this area
(Langan et al 1994, Lennox et al 2000).
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