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Summary

This mixed method research study originally contributes to understand
the role covered by Supported Employment Agencies (SEAS) in
promoting positive health behaviours of employees with learning
disabilities.

Employment is rarely experienced by people with learning disabilities.
Supported Employment Agencies provide a service to facilitate the
employment experience for people with learning disabilities, through
supporting in finding, keeping and maintaining a job. While many
studies on employment have highlighted health benefits for the general
population in employment, data is lacking for people with learning
disabilities.

This study wants to understand if and how Supported Employment
Agencies support the health of their clients with learning disabilities.
The quantitative phase of this study involved managers of Supported
Employment Agencies completing a web-survey to understand the
strategies used by Supported Employment Agencies preventing health
risk behaviours and promoting health.

In the qualitative phase of this study Grounded Theory Method was
used to discover the role played by Supported Employment Agencies
in supporting the health of their clients with learning disabilities. For
this purpose interviews with mangers and job coaches of Supported
Employment Agencies and interviews with employees with learning
disabilities were held.

Results from this study reveal Supported Employment Agencies to
influence the health of employees with learning disabilities in several
ways, both informally and formally. Indeed, health was a key element
in all phases of supported employment, even if Supported Employment
Agencies were not formally committed and funded to promote health.
The thesis highlights the potential for SEAs to capitalise on their role
as employment mediators to promote health outcomes and healthy
lifestyles for employees with learning disabilities.
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Introduction

My original contribution to knowledge in this thesis is the description of the
role covered by supported employment agencies in promoting positive
health behaviour of employees with learning disabilities. Employment for
people with learning disabilities is an important, but rarely experienced,
opportunity. Supported employment agencies provide a service to facilitate
this experience, helping people with learning disabilities during the
process of finding, keeping and maintaining a job. The aim of this study
was to understand the role Supported Employment Agencies play in
protecting and promoting the health of their clients with learning
disabilities, recognising the health inequalities they experience compared

with the general population.

This research adopts a mixed method approach; the topic was first
investigated using a quantitative approach through a web survey, and
secondly investigated using qualitative approach through Grounded
Theory. The research is based primarily on contributions from employees
with learning disabilities, managers and job coaches of Supported

Employment Agencies. The thesis is divided into 9 chapters.

Chapter 1 describes the theoretical background for the study based on the
relevant literature and the search criteria adopted. It starts with a definition
of learning disabilities and is followed by the description of key elements in
health promotion. The health inequalities experienced by people with
learning disabilities, their health status and health risks, and access to
health care are discussed. This is followed by the analysis of the link
between employment and health in the general population and how some
companies approach health in their employees. A description of supported
employment, how it works at present and the relation between
employment and people with learning disabilities is given. Finally, some



future options for Supported Employment Agencies in promoting the
health of people with learning disabilities are discussed.

The second chapter describes the research design step-by-step, focusing
on research questions and analysing choices faced during the course of
the research. Both quantitative and qualitative methods are detailed, with
a description of the instruments used for this research, research ethics

committee approval procedures and ethical issues.

In the third chapter results from the web survey are presented together

with potential bias and their implications.

The fourth chapter describes my approach to qualitative methods, how the
sample was selected for this part of this study and how participants where

approached.

The fifth chapter provides a detailed description of the Grounded Theory
process for this study.

The sixth chapter reports how the theory emerged from the analytic

process from the contribution of employees with learning disabilities.

The seventh chapter reports how the theory emerged from the analytic

process from the contribution of managers.

The eighth chapter reports how the theory emerged from the analytic

process from the contribution of job coaches.

Finally, the ninth chapter provides discussion and conclusions for this

study.



Chapter 1: Background

1 Background

People with learning disabilities are mainly unemployed, and individuals in
employment are likely to be employed in part-time positions. Supported
employment plays a key role helping individuals with learning disabilities
entering and keeping employment. The aim of this study is to investigate if
and how supported employment plays a role in protecting and promoting
the health of employees with learning disabilities. This is because we
know people with learning disabilities experience health inequalities
compared with the general population. Employment can improve health
and longevity for employees with learning disabilities. This study is looking
at a small, but still significant, portion of individuals with learning
disabilities who are employed. This study is also looking at the impact of

employment on the health of with learning disabilities.

Considering the over mentioned key facts and the starting assumptions for
this study, the literature review has been developed following several

directions:

1. Investigating the relation between employment and people with

learning disabilities;

2. Investigating the role of supported employment for perspective and
existing employees with learning disabilities;

3. Investigating the health inequalities experienced by people with

learning disabilities compared with the general population;

4. Investigating the health status and health risks for people with

learning disabilities.

This chapter describes the background literature for this research

including:
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Chapter 1: Background

An overview of the search strategy and results for each topic of
interest for this research,;

A historical introduction to the concept of learning disabilities

contextualised within the UK society,

A historical introduction of the concept of health and health
promotion, and a description of health and health promotion is

given.

A discussion of the health risks and health behaviours of people

with learning disabilities.

A discussion of health inequalities and a discussion of how the
health care service and health promotion services are accessed by

people with learning disabilities.

A discussion investigating the link between health and employment,
with references to the current employment and health debate.

A discussion of Supported Employment (SE) and employment, how

it works and future potential for SE and health.

1.1 An overview of the searching strategy

The systematic literature search was carried out using several databases,

providing a comprehensive and multidisciplinary citation search.

The following databases were searched:

PsycINFO
Allied and Complementary Medicine Database (AMED)

Excerpta Medica Database (EMBASE)
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- Medline
- Pubmed
- Web of Science

Google and Google scholar were also searched to access other resources
of knowledge such as for example White Papers, reports and any relevant
grey literature. A search of references within papers, and article titles, led

to the inclusion of other papers that may be relevant to the topic.

Systematic literature searches were carried out combining the following
truncated terms with the truncated terms “intellectual disabilities”, “learning
disabilities”, “mental retardation” and “learning difficulties”.

Obesity;
Overweight;
Smoking;
Alcohol;

Substance abuse (“substance abuse” was used instead of “drug” to

avoid the inclusion of results related with medication drugs);
Health risks;

Health inequalities;

Supported employment;

Employment.

Search results were compared and duplicates were excluded. References

have been managed using Endnote Web.



Chapter 1: Background

The searching criteria have been reported in flow chart diagrams, based
on standards given by PRISMA (Preferred Reporting Items for Systematic
Review and Meta-Analyses), (www.prisma —statement.org). Diagrams are

reported for each section discussing the topic.

The search criteria included journal article and review of the literature in
English, including articles up to 2013.

1.2 Learning disability

The label “learning disability” describes a heterogeneous group of people
who have a significantly reduced ability to understand new or complex
information, to learn new skills (impaired intelligence) and with a reduced
ability to cope independently (impaired social functioning) which started
before adulthood and which has a lasting effect on development (DH 2001
p.14). The definition includes adults with autism who also have learning
disabilities, but not those with a higher level autistic spectrum disorder who
may be of average or even above average intelligence — such as some

people with Asperger’'s Syndrome (DH 2001).

The British Psychological Society (2000) defines a person with learning
disabilities to be an individual whom:

1) presents a significant impairment of intellectual functioning;
2) has significant impairment of adaptive/social functioning;
3) presents the impairment before adulthood (BPS 2000).

People with learning disabilities constitute a heterogeneous group having
different diagnosis, personal backgrounds, and specific health needs.
Therefore people with learning disabilities may present similarities related

with an impaired intellectual, adaptive and social functioning, but
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individuals also present significant differences (Fletcher et al. 2003). A

further description of the diagnostic classification is given in Appendix C.

The number of people with learning disabilities who are known to learning
disability services are estimated to be in England (2011) 1,191,000 cases,
286,000 children and 905,000 adults (Emerson et al. 2011b).

People with learning disabilities began to be considered and included
progressively in the society after the Second World War. In the sixties
institution based services were criticised because they were causing
isolation for people with learning disabilities. Government in the UK stated
the rights of people with learning disabilities and set up services for them

within the community (Race, 1995).

The UK Government is now committed to improving the life chances of
people with learning disabilities during their lifespan, and providing support
to their families. Government policy is that people with learning disabilities
should be treated with dignity and respect and should be leading their lives
like any other person, with the same opportunities and responsibilities.
This principle can be translated to promoting inclusion, particularly for
those who are the most excluded, and empowering people with learning
disabilities to make decisions and shape their own lives (www.dh.go.uk).
Indeed, the White Paper “Valuing People Now” (DH 2001) stated a three

year government strategy, based on the assumption people with learning
disabilities are people first. Employment was at the centre of this strategy,
as a possible source of independence, empowerment and inclusion for
people with learning disabilities. This is one of the rationales for this study,

because employment may be a way to live healthier lives.

Since then many milestones have been met to integrate individuals with
learning disabilities into the society as equal citizen, but for individuals with
learning disabilities some rights are still denied, such as unequal health
care opportunities and job opportunities (MENCAP 2007; 2013). This

contributes to support the rationale for this study.
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1.3 The concept of health and health promotion

The World Health Organisation (WHO) first defined health as “a state of
complete physical, mental and social well-being and not merely the
absence of disease or infirmity” (WHO 1948 p.2). This statement extended
the meaning of health to psychological and social aspects rather than just
physical. However, it is clear that it is unlikely a person will achieve a
complete and permanent state of well-being. Therefore, in 1986 the WHO
amended the definition, considering health to be “a resource for everyday

life and not the object of living. *

In the same years, Lalonde, the Canadian Minister of National Health and
Welfare, elaborated a new concept of health. Lalonde (1981) introduced
the “health fields concept”, where health and illness were assumed to be
the results of the interactions of several elements such as human biology,
environment, lifestyle and the impact of health care organisation input.
Since then more attention had been paid on researching the basis of
human biology and on how to improve the natural environment in
conjunction with the development of a new understanding of “self-imposed
risk” due to negative lifestyles (MacDougall 2007). Hence, investing in
health promotion was synonymous with investing in better nutrition,
physical activity, preventing sexually transmitted diseases and abuse of
drugs, alcohol and tobacco (Lalonde 1981). This new concept of health is
now widespread in Western Countries, where the concept of health moved

from a culture of treatment to a culture of prevention.

Health promotion therefore became a popular concept in society, aiming to
prevent diseases and death through several models. The medical
approach to health promotion aims to reduce morbidity and early mortality
through primary, secondary and tertiary prevention. Primary prevention
aims to prevent diseases through educating people. In the UK several

campaigns are in place to prevent certain high risk behaviours or to advise
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people on how to reduce these risks, as for instance the Change 4 Life
programme (www.nhs.uk/change4life/). This programme covers many
topics that could represent hazards for the population such as poor diet,
lack of exercise, smoking, excessive use of alcohol and immunisation.
Secondary prevention can be seen as a second step, aiming to prevent or
monitor the progression of a disease through screening and diagnosis.
Screening tests are carried out on a segment of population that is at risk of
developing a specific disease. Therefore, this segment of population is
tested for it as a measure of secondary prevention. If an individual
experiences symptoms, secondary prevention is important for detecting an
illness through an early diagnosis that may reduce the effect of the
disease. Finally, tertiary prevention aims to prevent and recover from

damages that have already been done, through rehabilitation for example.

The educational approach to health promotion aims to inform the
individual and provide the skills to make informed decisions. Another
approach involves encouraging people to adopt healthy lifestyles through
behaviour change (Naidoo and Wills 2000). Health promotion can be
accessed through empowerment. In other words individual or community
needs are identified and knowledge and skills are taught to help people
control the health aspects of their lives (WHO 1986). Finally, health
promotion can also be achieved through social change targeted to a group
or a population at risk to help them to achieve better lifestyles (Naidoo and
Wills 2000).

People with learning disabilities are clearly members of our society and, as
in the society they belong to, they are a heterogeneous group of people
with different characteristics, dissimilar needs and peculiar health
conditions. Thus, services must consider the health disparity of people
with learning disabilities in comparison with the general population and the
difficulties those people may experience in accessing primary health
promotion activities. Health inequalities among people with learning
disabilities have been generally highlighted and addressed (Emerson and
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Baines 2010; Emerson et al. 2011a). People with learning disabilities are
often hindered in accessing health care due to personal problems such as
difficult mobility, sensory impairments, behavioural and communication
problems (Kerr 2004). They are also hindered due to barriers thrown up by
poor professional practice such as time constraints on staff affecting their
ability to give people with learning disabilities the time they need, repetitive
ways of working and stereotypical concept of learning disability
(Shaughnessy and Cruse 2001).

The Government White Paper Valuing People stated that people with
learning disabilities have the right to access mainstream health services,
through being registered with a general practitioner (GP), having a health
facilitator who could help and to have the opportunity to complete a
personal Health Action Plan (Kerr 2004). People with learning disabilities
may need support to avoid or abandon unhealthy behaviours (Crawley
2007) and also to acquire awareness on how to live healthy lives.
Furthermore, some people with learning disabilities are not able to express
their needs and problems and so may need an advocate to represent
them in this respect.

1.3.1 The health and health inequalities of people with learning
disabilities
The following key words have been searched to investigate the topic of

health inequalities:

- (health* ineg* AND int* disab*), (health* ineq* AND learn* disab?*),
(health* inegq* AND mental retard*), (health* ineq* AND learn*
diffic*).

Searches for health inequalities yielded 55 results, 34 of these were
duplicates. Hand searching yielded 15 results. Finally the screening
process resulted in the inclusion of 19 papers (Figure 1.1).

10
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55 Records identified 15 Additional records identified
through database through other sources (reference
searching search)

34 duplicates 21+ 15 Records after
duplicates removed

9 Records excluded. 5 studies

36 Records because ineligible participants and
screened 4 studies because Ineligible

intervention or outcome

27 full text
articles 8 Full text articles excluded. 6

assessed for because ineligible outcome and 2

eligibility ineligible participants
(abstract)

19 Studies included

Figure 1.1: Flow chart for health inequalites searches

People with learning disabilities are more likely to experience health
inequalities in comparison with the general population as underlined by the
Department of Health in a recent document on health inequalities
(Emerson and Baines 2010; Emerson et al. 2011a). Health inequalities for
this group are due to complex multi-factorial reasons. Several health
problems may not be directly related with the cause of the learning
disabilities (Turner 2001), but more frequently linked with living condition,
exposure to negative social determinants such as poverty, poor housing
conditions and unemployment (Emerson and Baines 2010). People with

learning disabilities also have poor bodily awareness and many have
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limited communication skills and health literacy, which contribute to their
poor health. One example of attempting to reduce health inequalities came
from the Scottish government where people with learning disabilities and
their supporter were recruited as expert patients to become members of a
national review team (Campbell and Martin 2010). This was to empower
people with disabilities who generally had few or no chance to express
their feelings on their experience of the health service. Learning disabled
reviewers received one day’s training that at the end of the study was
found to be not effective in an evaluation. However, the overall initiative
was a success leading individuals with learning disabilities to become

active reviewers of their health service.

Many researchers have investigated the health status of people with
learning disabilities. A recent and well documented study, the POMONA
project, produced and tested a set of health indicators for people with
learning disabilities (van Schrojenstein Lantman-de Valk et al. 2007). The
health status indicators reported the prevalence of health conditions for a
sample of 1269 people with learning disabilities. Half of this sample
reported their general health to be very bad, as compared with 20% that
consider their health status to be very good (POMONA 2008). In addition,
12.5% of people with learning disabilities reached caseness for a
psychiatric disorder. Furthermore, 28% of the sample has been diagnosed
with epilepsy and 20% experienced a seizure in the last five years
(POMONA, 2008), with a higher prevalence in less able people (Perry et
al. 2010). Other health issues have been highlighted by POMONA: 21% of
the sample reported pain in their mouth, 39% used a visual aid, 15%
reported hearing difficulties and 26% reported mobility difficulties
(POMONA 2008).

People with learning disabilities have twenty times higher prevalence of
epilepsy, which is often resistant to treatments and heavily affecting their
quality of life and mortality (Branford et al. 1998; Kerr and Bowley 2001,
Amiet et al. 2008; Matthews et al. 2008; Emerson and Baines 2010).

12
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Overall, life expectancy for people with learning disabilities is lower than
the general population (Morgan et al. 2001: Kerr 2004). Risk factors
increasing mortality for this group are: severity of their disability, reduced
mobility, feeding difficulties and a diagnosis of Down’s syndrome (Strauss
et al. 1998; Van Allen et al. 1999; Kerr 2004). Furthermore, mortality for
people with learning disabilities is still linked with infections, being 8-10
times higher than the general population (Turner 2001). Specifically,
respiratory disease is still the leading cause of death for people with
learning disabilities (Puri et al. 1995; Hollins et al. 1998; Emerson and
Baines 2010). Coronary heart disease is also a frequent cause of death for
people with learning disabilities (Hollins et al. 1998; Emerson and Baines
2010). This is due to increased longevity and community lifestyles, which
represent added risk factors especially for people with Down’s syndrome
who are more likely to be affected by congenital heart defects (Martin et al.
1997; Emerson et al. 2011a).

1.3.2 Health risks for people with learning disabilities

The following key words were searched to understand the health risks for

people with learning disabilities:

- (health* risk* AND int* disab), (health* risk* AND learn* disab*),
(health* risk* AND mental retard*), (health* risk* AND learn* diffic*).

Database searching for health risks produces 33 results, 14 of these were
duplicates. Hand searching yielded 11 results. Finally the screening

process results in the inclusion of 12 papers (Figure 1.2).

13



Chapter 1: Background

33 Records identified 11 Additional records identified
through database through other sources (reference
searching search)

|

14 Duplicates 19 + 11 Records after
duplicates removed

10 Records excluded. 7 studies
30 Records because ineligible participants and
screened 3 studies because Ineligible
intervention or outcome
|

20 full text
articles
assessed fo
eligibility
(abstract)

Full text articles excluded. 8
because ineligible

12 Studies included

Figure 1.2: Flow chart for health risks searches

The 12 studies selected were related with general health risk such as
smoking, substance abuse, alcohol use and weight disorders, which have

been also specifically searched and discussed in the following paragraphs.

1.3.2.1 Overweight, obesity and underweight
The search keywords for weight disorders are described below:

- (obes* AND int* disab), (obes* AND learn* disab*), (obes* AND

mental retard*), (obes* AND learn* diffic*);

14
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- (overweight AND int* disab), (overweight AND learn* disab*),
(overweight AND mental retard*), (overweight AND learn* diffic*);

- (underweight AND int* disab), (underweight AND learn* disab*),
(underweight AND mental retard*), (underweight AND learn* diffic*);

Database searches for obesity, overweight and underweight yielded 566
results, 153 of these were duplicates. Hand searching yielded 22 results.
Finally the screening process resulted in the inclusion of 11 papers (Figure
1.3).

566 Records identified 22 Additional records identified

through database through other sources (reference
searching search)

153
Duplicates

413 + 22 Records after
duplicates removed

352 Record excluded. 147 studies

435 Records because ineligible participants and
screened 205 because Ineligible

intervention or outcome

83 full text
articles 72 Full text articles excluded. 27
assessed for because ineligible participants and
eligibility 45 because ineligible outcome
(abstract)

11 Studies included

Figure 1.3: Flow chart for obesity, overweight and underweight searches
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Obesity is a condition already described by Hippocrates in ancient Greece,
together with the value of dietary restrictions, physical activity and lack of
sleep. In history obesity was generally associated with a personal moral
weakness. Following the discovery of fat cells, obesity was then
associated with the concentration of too many fat cells and familiar factors
were then discovered (Bray 1990). Obesity is becoming a growing
problem in the Western Societies where the food habits and lack of
exercise of people in general are increasing the risk of their developing
overweight and obesity.

Being obese (defined as an abnormal or excessive fat accumulation able
to impair health) and being overweight, (defined to be a increment of BMI
equal to 25 and up to 29.9) are widely found among people with learning
disabilities (A full definition of overweight, obesity and underweight can be

found in Appendix B).

There are higher rates of obesity for people with learning disabilities than
in the general population (Hove 2004; Holcomb et al. 2009). A cross-
sectional postal questionnaire to investigate health habits disclosed that
68% of 157 participants with a learning disability were overweight or obese
(McGuire et al. 2007). This study involved carers of people with learning
disabilities in both residential and family settings, which may represent a
limitation of this study. Carers in residential settings may not be aware of
all the health behaviours of the individual with learning disability and the
questionnaire did not ask about the length of the relationship with the
individual with learning disability. Furthermore individuals with learning
disabilities were not directly involved in this study, the reports being third

party only.

Within the population of people with learning disabilities women are more
likely to be obese or overweight than men (Robertson et al. 2000).

Robertson et al. study looked at the risk factors for people with learning
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disabilities in different residential settings including 540 people randomly
selected. A questionnaire was given to carers, and therefore no individuals
with learning disabilities were directly involved in the study. This was a
limitation of the study because carers may not be fully aware of diet and
exercise habits of the people concerned. However, when comparing
women with learning disabilities living in residential settings with women
from the general population, Robertson et al. (2000) found that women

from the first group were more likely to lead inactive lives.

Overweight and obesity are common among people with Prader-Willi
syndrome and they are widely found among people with Down syndrome
(Prasher 1995; Crawley 2007). However, it seems that at least for men,
obesity and overweight were not linked with these conditions, but with
lifestyle factors (Melville et al. 2005; Crawley 2007). People living in a less
restrictive environments, such as group homes or semi-independent living,
and people of higher ability are at increased risk of obesity (Emerson and
Baines 2010). This is most probably due to more independence in what
they buy and eat in these living arrangements. This is based on recent
evidence from the UK on the health status of people with learning
disabilities.

Fewer people with learning disabilities have a balanced diet, with the right
intake of fruit and vegetable (Emerson and Baines 2010). Furthermore,
people with learning disabilities can lead a physically inactive life (Melville
et al. 2007) and this represents a risk factor for cardiovascular disease,

high blood pressure, high cholesterol and diabetes.

Furthermore, obesity is diagnosed at a younger age among people with
learning disabilities, and it is found in areas of high socio-economic
deprivation (Valdez and Williamson 2005; Melville et al. 2007). Thus
people with learning disabilities may be dependent on others and,
consequently, they may perform low levels of physical activity (Horvat and

Franklin 2001; Melville et al. 2007). People with learning disabilities are at
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risk of over consuming food to fight boredom and social isolation (Melville
et al. 2007).

Being under a healthy weight (Appendix B) is generally widespread among
people with severe learning disabilities, living in supported
accommodation. A study involving 1,542 adults with learning disabilities
living in supported accommodation found that 14% were underweight
(Emerson 2005; Crawley 2007). Being underweight was generally
associated with immobility and feeding difficulties; and being underweight
was generally experienced as a longstanding condition and not recognized
by staff of supported accommodation (Crawley 2007). Being underweight
is a serious problem associated with increased mortality, thought to affect
from 35% to 72% of people with severe learning disabilities (Gravestock
2000; Crawley 2007).

The health assessment of people with learning disabilities through classic
measures, such as BMI and waist measurement, is not completely
appropriate for this group (Appendix B). Indeed, some people with learning
disabilities can present physical characteristic typical of a specific
syndrome, which can quite different from the general physical features
found in the general population. For example, at present there are no
correction factors for the use of BMI for people with Down’s syndrome,
who tend to be shorter than the general population. Nevertheless waist
measurement is not the best way to determine personal status especially if
the person uses medicines that cause a variation in their body shape. It is
good to take these measurements as a guide, but in general, it is worth
keeping in mind that there are no standard validations for people with

learning disabilities as yet (Crawley 2007).

1.3.2.2 Smoking

The following key words were searched for the smoking topic:
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- (smok* AND int* disab), (smok* AND learn* disab*), (smok* AND
mental retard*), (smok* AND learn* diffic*);

The search yielded 61 results, 34 of these were duplicates. Hand
searching yielded 6 results. Finally the screening process result in the

inclusion of 10 papers (Figurel.4).

61 Records identified 6 Additional records identified
through database through other sources (reference
searching search)

|

34 Duplicates 27 + 6 Records after
duplicates removed

8Records excluded. 5studies
33 Records because ineligible participants and

screened 3 studies because Ineligible

intervention or outcome

25 full text
articles
assessed for
eligibility
(abstract)

15 Full text articles excluded. 8
because ineligible participants and
6 because ineligible outcome 1 not

english article

10 Studies included

Figure 1.4: Flow chart for smoking searches

Smoking represents a negative health behaviour that has been the object
of many public health campaigns as described in Appendix B. Negative
effects of smoke on individual health, and specifically with lung cancer,
were already highlighted in 1929, but remained a taboo subject until the
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1960s. Several public health campaigns were developed that have
contrasted smoking behaviour in the general population.

Research on smoking behaviour for people with learning disabilities is
inconclusive at this stage. People with learning disabilities who smoke are
usually “high functioning”, male, and live in a less restrictive environment,
such as group or semi-independent housing (Steinberg et al. 2009). These
findings are based on a review of the literature, which did not highlight the
proportion of smokers within the population of people with learning
disabilities. Therefore, future studies on the topic should investigate
smoking patterns for this population more specifically, including the rate of

smoking, and quitting, behaviours.

However, levels of smoking have been reported to be lower than for the
general population at least for individuals with learning disabilities living in
residential settings (Robertson et al. 2000). Other studies of adolescents
with learning disabilities have found that rates of smoking are higher in
comparison with their peers, probably as a consequence of the acquired
independence (Maag et al. 1994; Cosden 2001; Emerson and Turnbull
2005; Emerson and Baines 2010). Other studies emphasise that people
with mild learning disabilities are more likely to smoke in comparison with
people with severe disabilities (Taylor et al. 2004). Indeed, people with a
mild degree of learning disability are more at risk of becoming smokers.
However, living arrangements do not appear to be related to smoking in
Taylor's study: specifically, people living independently were not more
likely to develop smoking behaviours (Taylor et al. 2004). It is generally
agreed that people with learning disabilities need to lead an independent
life. However, staff supporting them have the duty to inform and educate
people at risk of developing smoking behaviours (McMillan 2009).

A recent study carried out in the UK, revealed an association between
smoking, increased body mass index (BMI) and asthma. Indeed, a large
proportion of people with learning disabilities diagnosed with asthma were
also smokers and obese (Gale et al. 2009). This innovative study identified
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a representative sample from primary care patients with learning
disabilities diagnosed with asthma. However, researchers noticed there
was a gap in data collection because some information on BMI were

missing, which may have influenced the results.

1.3.2.3 Alcohol use

The following key words have been searched to investigate the literature

to date on this topic:

- (alcoh* AND int* disab), (alcoh* AND learn* disab*), (alcoh* AND
mental retard*), (alcoh* AND learn* diffic*);

157 Records identified 4 Additional records identified

through database through other sources (reference
searching search)

75 Duplicates 82 + 4 Records after
duplicates removed

56 Records excluded. 25 studies

86 Records because ineligible participants and
screened 31 studies because Ineligible

intervention or outcome

30 full text
articles 22 Full text articles excluded. 9

assessed for because ineligible participants and
eligibility 13 because ineligible outcome

(abstract)

8 Studies included

Figure 1.5: Flow chart of alcohol use searches
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The search yielded 157 results, 75 of these were duplicates. Hand
searching yielded 4 results. Finally the screening process resulted in the

inclusion of 8 papers (Figure 1.5).

Alcohol has always been highly valued in history to be a source of
nourishment, a source of relaxation and a factor helping in socialisation.
However, alcohol misuse can lead the individual to adverse social
behaviour and ill-health. Alcohol misuse is an ever-growing problem in the
UK (Appendix B). The literature on people with learning disabilities and
alcohol use is limited, but a high level of abstinence has been found
(Robertson et al. 2000; Barrett and Paschos 2006). Hypothetically Barrett
and Paschos highlighted several factors which may increase the risk of a
person with learning disabilities developing adverse drinking habits. These
are discrimination, low self-esteem, peer pressure, desire for social
acceptance and loneliness. There are no empirically validated study on
that, but it is worth investigating how and if employment may impact these
factors and the subsequent attitude to alcohol use among employed

people with learning disabilities.

However, Robertson and colleagues found that participants in their study
never exceeded the government’'s recommended safe level for units of
alcohol (Robertson et al. 2000). Robertson et al. included individuals from
residential settings, therefore people living independently or with their
families were excluded. Alternatively, a survey carried out in Ireland with
carers of people with learning disabilities looked at the health behaviours
of a sample of 157 individuals. They found that 10% of the sample
regularly consumed alcohol, this being a relatively low rate if compared
with the rate of 74.3% for the general population taking part in the same
survey (McGuire et al. 2007).

Risk factors such us a family history of alcohol abuse, low socioeconomic
status and psychiatric disorder, together with availability of alcohol in the
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living context and a general positive social attitude to drinking, may act as
relevant factors for people with learning disabilities to start drinking (Cocco
and Harper 2002; Barrett and Paschos 2006). Common cognitive aspects
that may be present in people with learning disabilities are a lack of social
skills and social isolation, self-identity difficulties and inadequate
reasoning. These conditions alone may lead to develop a alcohol related
problem (Sturmey et al. 2003; Barrett and Paschos 2006). Indeed people
with learning disabilities who have alcohol and drug related problems are
likely to have many other problems such as economic, social, forensic and
health; therefore a multi-model approach is requested for intervention
(Barter 2007).

1.3.2.4 Substance abuse

The following key words have been searched to investigate the literature

to date on this topic:

- (substance* abuse AND int* disab), (substance* abuse AND learn*
disab*), (substance* abuse AND mental retard*), (substance*
abuse AND learn* diffic*);

The search yielded 27 results, 4 of these were duplicates. Hand searching
yielded 3 results. Finally the screening process results in the inclusion of 5

papers (Figure 1.6).
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27 Records identified 3 Additional records identified
through database through other sources (reference
searching search)

4 Duplicates 23 + 3 Records after
duplicates removed

10 Records excluded. 6 studies
26 Records because ineligible participants and
screened 4 studies because Ineligible
intervention or outcome
|

16 full text 11 Full text articles excluded. 3
articles studies excluded because
assessed for ineligible participants ad 8 studies
eligibility because ineligible intervention or
(abstract) outcome

5 Studies included

Figure 1.6: Flow chart for substance abuse searches

There are few studies investigating substance abuse among people with
learning disabilities because it does not appear to be a widespread
problem for this population. However, it is worth considering the following
acting as risk factors for individuals with learning disabilities. Common
reasons for individuals with learning disabilities to consume drugs could
be:

a) used as a solution to reduce depression, anxiety or hyperactivity

and
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b) used to allow the creation of a peer group, by following their
behaviours by trying illicit drugs (Katims et al. 1996; Cosden 2001).

A study reported adolescents with learning disabilities to be at increased
risk of developing substance abuse disorder, but having similar rates of
substance abuse and substance consumption levels to adolescents
without disability (Beitchman et al. 2001). While looking at substance
abuse this study also included alcohol abuse. A review of the literature on
adolescents with learning disabilities and substance abuse highlighted that
most individuals with learning disabilities do not abuse drugs (Cosden
2001). However, another study identified adolescents with learning
disabilities to have higher rates of marijuana use than adolescents without
a learning disability (Maag et al. 1994; Cosden 2001). Possible
explanations are the negative influence of peers who used drugs
themselves. However there is a gap in the literature around the reasons
why people with learning disabilities may start to use drugs, what their
background is, or any risk and protective factors that need to be

addressed in future studies.

1.3.3 Access to health care and health promotion

The level of access to health promotion for people with learning disabilities
is inadequate considering their health status and the potential risks to their
health.

Felce et al. (2008) found out that people with learning disabilities
consulted a GP or another member of the primary care team 5.4 times per
year. The figure is higher than the rate in Wales for the general population
which is 4.4 times per year. However, this may be low when the general
level of co-morbidity suffered by this population is considered. A recent
study including 200 adults with learning disabilities investigated the
number of consultations they asked for with their GP. From this study

women were consulting GPs or nurses more frequently than men (Turk et
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al. 2010). However, this female consultation mean rate is a half, if
compared with figures for the general population at the same age,
therefore the consultation rate is generally lower than the general
population. This study did not take into consideration the consultation
made to A&E services or other specialist consultations, therefore further
research may be required.

A review of primary care and people with learning disabilities, reported low
levels of health promotion for people with learning disabilities, that are
unlikely to be related to the number of consultations with people with
learning disabilities which is almost equal to the general population
(Jacobson et al. 1989; Beange et al. 1995; Welsh Office 1995; Kerr et al.
1996; Lennox et al. 2007). Another paper highlighted that GPs and
primary care staff do not always recognize and address the health
problems of people with learning disabilities (Jansen et al. 2004), and that
they often are not trained to understand the needs of people with learning
disabilities (MENCAP 2007). One of the main issues is that there is not a
clear definition of the health problems experienced by people with learning
disabilities in Jansen review. It is suggested in a MENCAP report (2007)
that primary care staff did not diagnose health problems because these
are felt to be a feature of the underlying disability. This represent an

obstacle in recognising the health problem and consequently in tackling it.

Jansen et al. (2004) reported a lack of education for doctors or GPs on
specific requirements and communication skills for people with learning
disabilities in the Netherlands. Even in the UK the proposals for improving
the education for GPs received a negative response (Ineichen & Russell
1987; Lennox & Kerr 2007). A large primary care research study
compared people with and without learning disabilities accessing primary
care screenings in the UK. The results showed people with learning
disabilities have fewer recorded screening tests for cervical cancer, breast
cancer, prostatic specific antigen and faecal occult bloods compared to the
general population (Osborn et al. 2012). This study does not take into
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consideration the level of learning disabilities because it was not clear
from the GP health records. This does not allow comparison between
people with mild and severe learning disabilities. A review of the literature
highlights that when a health condition is diagnosed, people with learning
disabilities have few health checks afterwards (DRC 2006; McGrath 2010).
Indeed, health checks have an important role because they identify unmet
health needs, therefore a standardised tool such as the Cardiff Health

Check has to be used.

Knowledge of health status and risk factors for people with learning
disabilities, together with regular health screening are fundamental for the
improved health of this population (Baxter et al. 2006). Baxter et al. (2006)
showed 51% of a Welsh sample of people with learning disabilities had
one or more health needs identified during a structured health check. The
paper also underlines further evidence of the importance of health
promotion, such as reduction of cardiovascular diseases after obesity
treatment (Rimmer et al. 1994; Wells et al. 1997; Baxter et al. 2006) and
prevention of further deterioration if a sensory and mobility problem is
tackled early (Evenhuis 1995; Baxter et al. 2006).

Finally, follow-up study results on the Baxter et al. study underlines the
importance of repeated health checks for the group of people with learning
disabilities (Felce et al. 2008), highlighting the utility of an annual check. A
previous study highlighted that standardized health checks for people with
learning disabilities are extremely important to detect health risks such as
obesity and lack of exercise in a population at higher risk (Martin et al.
1999). Indeed, the main purpose of health checks is to contribute to
improve health and quality of life (Martin et al. 2004; McGrath 2010). A
large study evaluating health checks for people with learning disabilities
showed improvement in measuring blood pressure, recording smoking
status and current BMI. The health checks were based on the Cardiff
Health Check protocol (Baxter et al. 2006; Felce et al. 2008), which also

27



Chapter 1: Background

included health risk questions related to disability (hearing, visual,
behaviour, feeding).

Results from a confidential enquiry run by the University of Bristol and
funded by the Department of Health, showed that approximately 1,200
people with learning disabilities die needlessly every year because they do
not receive appropriate care from the NHS system. Indeed, 37% of deaths
were reported avoidable with better care, prompt diagnosis and treatment
(MENCAP 2013).

In conclusion people with learning disabilities are more at risk to
experience health inequalities, unequal health opportunities and health
care. This is due to health disparities in accessing health promotion
activities and the primary care service. These evidences lead to the need
of increase health check for this population. Thus, there is a need to
increase the awareness of the needs of people with learning disabilities
there are needs to increase both in primary and secondary care, but also

among wider services, acting in safeguarding roles, such as employment.

1.4 The links between employment and health

Evidence from a review of the health of Britain’'s working age population
has shown that being in work has a positive impact on personal health
(Black 2008). People in employment spend 60% of their waking hours at
work, therefore the workplace is a good place to promote health and well-
being (Black 2008).

However, many jobs may have direct relationships with hazards like
handling toxic or chemical products or carrying out risky duties such as
lifting loads (Naidoo and Wills 2000). At present approaches are generally
more concentrated on the risks linked with being at work and on the health
and safety procedures to avoid mishaps in the workplace. The link
between employment and health is complex, but it is evident that
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employment helps people to pursue better health and well-being in
different ways.

Being employed contributes to well-being through increased income above
welfare benefit subsistence levels. It allows people to access goods and
services and to improve their material quality of life. There is a strong
correlation between income and health; higher income allows access to
better housing and environmental conditions. Health inequalities within the
population are generally associated with socio-economic hardship. Higher
income also offers a greater resilience to traumatic financial events,
together with lower levels of stress in “making ends meet” contribute to
reach better health and well-being. A study using a self-reported health
scale helped to understand the difference between having a professional
job or a managerial position and being an unskilled worker. Skilled
workers reported a better health status than unskilled ones (Black 2008).
Several studies have highlighted how health and disease are socially
driven with people at the top socio-economic classes living longer and with
a better health than people from the bottom of the socio-economic scale
(Benzeval et al. 1995; Acheson et al. 1998; Naidoo and Wills 2000).
Nevertheless, families and society in general benefit from employment as
there is a correlation between a lower parental income and poor health in
children. In this sense the principal objectives of the government are the
prevention of illnesses and promotion of health and well-being, achievable
through designing and maintaining healthy workplaces.

The second goal of healthcare in the workplace is intervention and
assistance when an employee develops a health condition, focussed on
incentivizing recovery and return to work (Black 2008).

Being employed is central to meeting people’s psychological needs, and
building up personal identity as the individual experiences a specific role
and enhanced status in society (Jahoda 1982; Nordenmark and Strandh
1999; Dodu 2005; Waddell and Burton 2006). Employment status does
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have an impact on mental health; people without a job are more likely to
experience depression and psychosis compared to those who are
employed (Black 2008). Researchers have suggested that an adequate
level of stress leads to a happy state of fulfilment and job satisfaction
(Edwards and Cooper 1988; Waddell and Burton 2006).

In certain situations stress may become harmful when the demand is too
high for the individual and the locus of control over the situation is too low
(van der Doef and Maes 1999; Waddell and Burton 2006). Job insecurity
may cause ill health and psychological strains for the individual (Green
2003; Waddell and Burton 2006). Stressful situations and poor mental
health may cause increased incidence of physical injury. Indeed the
incidence of heart attack among manual workers is higher than in other

strata of society (Tones and Tilford 2001).

The first Conference on Health Promotion in the working world held by the
WHO in 1986, considered the evolution of new scenarios within society
(www.who.int). Forecasts saw society divided into two groups, the
employed and the unemployed. The former group had to face stressful
working conditions such as shift work, job overload or under load, role
conflict or insecurity, promotion blockage and lack of opportunity. Those
conditions could cause high and harmful level of stress, so it is necessary
to find how to reduce stress levels. The other part of the society had to

face the consequences of unemployment (Tones and Tilford 2001).

Long term unemployment can also have a detrimental effect on health, as
it can raise the level of personal dissatisfaction and stress that
consequently increases the risk of developing a health condition. People
unemployed for more than 12 weeks are from four to ten times at higher
risk of developing depression and anxiety. Furthermore unemployment is
associated with higher suicide rates (Lelliott et al. 2008). Lately, in post-
industrial societies the reduction of the working week, the presence of part

time options and early retirement are widespread, requiring people to be
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extremely flexible in adapting their personal skills such as flexibility,
resilience and productivity.

Whilst health and well-being improvements from employment have been
identified for the general population, there is no evidence as yet that
similar benefits, or in fact other benefits, are experienced by people with
learning disabilities. This is primarily because people with learning
disabilities have been largely excluded from the labour market in most
countries. It is likely that further support may be needed for people with
learning disabilities if they are to reap the same health benefits from being
employed. Such “reasonable adjustments” are seen as crucial across
health care delivery to this population (MENCAP 2004).

1.4.1 Company approaches to health

The recent report “Health, Work and Well-being” (2010) reported that
employers are becoming more aware that work is linked to health and
well-being and that they have a responsibility to encourage employees to
be healthier. They are also becoming more aware that having a healthy
workforce is good for business (DWP 2010). This awareness has helped
many companies to invest in promoting health at work: as a result they
have highlighted important savings after the introduction of health
orientated initiatives. A number of case studies have reported both
employees and companies benefiting after the introduction of these
initiatives (DWP 2009). Fitness opportunities, healthy eating options,
health assessment, staff training, pre-employment health screening and
activities to encourage staff to meet up socially are some examples of
activities introduced for health promotion by these companies (DWP
2009). The consequences of those actions are cost savings for companies
and fewer mental health issues, greater happiness and well-being for

employees. The implications for employees with learning disabilities are
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unknown because few of them are employed, and even less are employed
in large organisations which are more likely to have set such scheme.

1.4.2 Outcomes of the employment and the health debate

A significant issue in the current negative economic climate is how to
promote the health of employees when reductions of cost are more
popular than new investments, especially for medium and small

businesses.

The Dame Carol Black report played an important role in helping the
Department of Work and Pensions to develop new initiatives to promote
health at work (Sainsbury et al. 2012). Firstly, new funding was designated
to Health, Work and Well-being Co-ordinators in Wales, Scotland and 9
English regions. Co-ordinators are people coming from different
backgrounds and experiences around health, work and well-being and

they have several responsibilities:
- co-ordinate health, work and well-being activities in local areas;
- create partnership and networks
- create a profile for the health and well-being agenda.

Secondly, a Challenge Fund was established to finance initiatives in small
and medium firms toward developing initiatives in the workplace to
promote the health and well-being of their employees. A research study
(Sainsbury et al. 2012) revealed the overall positive impact of the Health,
Work and Well-being co-ordinators and of the Challenge Fund on
employees. While co-ordinators improved the partnership between
employment and health, they showed a lack of experience in dealing with
mental health and engaging with employers about health, the Challenge
Fund has been used to promote many activities. Some activities were

designed to promote the health of a single employee and some used to
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promote initiatives for groups of employees. These included measures
such as physical exercise and mental health initiatives. The fund was
useful to help firms implementing activities, developing ideas, and 60% of
the firms which benefited from the challenge funding were expected to

carry on activities after the eligible period (Sainsbury et al. 2012).

In the last year public health has been the subject of change in England.
Indeed, the responsibility for public health has been relocated from the
NHS to Local Authorities, providing new opportunities for linking health
and well-being with employment. This has been developed through the
creation of Health and Well-being Boards, which have “the purpose to
promote the health and wellbeing of the local community and reduce
inequalities for all ages” (DH 2013, p.4). Figure 1.1 shows how the Health
and Wellbeing Boards act in practice. New powers and duties have been
introduced for the Boards though the Joint Strategic Needs Assessments
(JSNAs), assessing current and future needs that could be met by local
authorities and new Clinical Commissioning Groups introduced through
mainstream NHS reforms. The assessment of community needs varies
across different ages, disadvantaged groups, and vulnerable individuals
including people with learning disabilities. Therefore, Clinical
Commissioning Groups might highlight the need of connecting health and
employment also for people with learning disabilities, and therefore

promote initiatives in this respect.
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Figure 1.7: Health and Wellbeing Board activity (www.dh.gov.uk)

Local authorities deliver appropriate services and make decisions to suit
the community health needs, but they are supported by data, interpretation
and evidence coming from Public Health England. The board reviews its’
operations to see if they efficiently meet the community needs. Overall, the
assessment carried out is to support the vision of the government that
communities need to be more active in order to achieve better health and
wellbeing.

Local authorities are in a position to understand what is already on offer,
improve it, commission it and help the community to learn about it. This is
part of the Joint Health and Wellbeing Strategies (JHWSSs), intended to be
strategies adopted to meet needs identified in JSNAs (DH 2013). In this
process members of the community and partners need to be involved in

the consultation, as guarantee of transparency and accountability.
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Local authorities might be of help for people with learning disabilities
promoting and funding health initiatives for people with learning disabilities
in employment and in supported employment, but at this stage a deeper

knowledge of the employment and health topics is needed.

1.5 An overview of Supported Employment

Key words searched for the Supported employment and employment
topics are the following:

- (support* employ* AND int* disab), (support* employ* AND learn*
disab*), (support* employ* AND mental retard*), (support* employ*
AND learn* diffic*);
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55 Records identified 25 Additional records identified
through database through other sources (reference

searching search, white papers, grey literature)

11 duplicates 44 + 25 Records after
duplicates removed

|
26 Records excluded. 23 studies
69 Records because ineligible intervention or
screened outcome and 3 studies because not
in English

43 full text
articles 6 Full text articles excluded. 4
assessed for because ineligible outcome and 2
eligibility ineligible participants
(abstract)

37 articles included

Figure 1.8: Flow chart for searches on supported employment

Searching for supported employment and employment yielded 55 results,
11 of these were duplicates. Hand searching yielded 25 results. Finally the

screening process resulted in the inclusion of 37 papers (Figure 1.8).

Supported Employment (SE) “is an evidence-based and personalised
approach to support people with significant disabilities into real jobs,
where they can fulfil their employment aspirations and achieve social and
economic inclusion” (DH 2010a p.2). Supported employment was
developed in the United States in the seventies to meet needs of
individuals with learning disabilites who may be employable also in

ordinary settings.
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SE is a successful system for supporting disabled and disadvantaged
people in finding and maintaining a job (DH 2009). The success of this
system has been measured in several ways including the level of
employment and the number of job maintained (Beyer et al. 1996; Beyer
and Robinson 2009). The main feature of SE is that it is tailored to the
individual, who is conceived to be unique, with specific interests,
preferences and life background (EUSE 2009).

People with disabilities in SE, and consequently in employment, can
access a wide range of benefits. Supported employees with learning
disabilities experience better emotional well-being, objective quality of life,
work environment and community involvement than employment
enterprise workers and day service attendees (Beyer et al. 2010). In this
study there was no significant difference in subjective quality of life, as
perceived by the individual. Overall, supported employment appears to be
the best service model as supported employees are reported to be happy
with their lives, have higher productivity and better emotional well-being
when in work. This study also compares supported people with learning
disabilities with non-disabled people, finding the firsts to be less
productive, having less material well-being. This study is of great interest,
but further studies, involving a large number of services may further help
understanding benefits coming from the supported employment

experience.

An Australian study investigated the impact of employment on the quality
of life of people with learning disabilities (Eggleton et al. 1999). Eggleton et
al. compared a group of employed people with learning disabilities with a
group of unemployed people, finding out the first group experienced better
quality of life than the second group. This study’s main limit is that
participants were from a single supported employment agency, therefore
findings are difficult to generalise and further studies involving more

agencies are required.
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The same results were found also in a more recent study, where people in
open employment showed a higher quality of life, than people in sheltered
employment (Kober and Eggleton 2005). Jiranek and Kirby (1990) showed
that young people with learning disabilities employed in competitive jobs
experience higher self-esteem than unemployed people with learning
disabilities; they expressed greater job satisfaction, less boredom and they

spend more time with people than unemployed people.

A Spanish study highlighted “typicalness” of employment (defined as the
application for employees with learning disabilities of similar employment
condition of co-workers without a disability) to be associated with a higher
quality of life (Verdugo et al. 2006). This study did not highlight a
difference in terms of quality of life when comparing people working in
competitive and sheltered employment. A difference was highlighted in
another study which reported higher self-esteem and job satisfaction in
open employment (Griffin et al. 1996; Jahoda et al. 2008).

High quality of life ratings have been found among people employed in
microenterprises in the US (Conroy et al 2010). This study included 27
individuals with learning disabilities employed in microenterprises that are
small businesses operated by disadvantaged people.

Findings for the quality of life topic are at present inconsistent, and there is
not a general agreement on what may be the best employment context for
people with learning disabilities. It may be worth to consider different
scenarios and experiences, from supported employment in competitive

jobs and sheltered employment.

A study highlights that one of the most relevant outcomes from
employment are positive feelings of being productive and becoming an
active part of the society (Freedman and Fesko 1996). Focus groups were
run with individuals with learning disabilities and their relatives to discuss
job outcomes, job relationships, support, obstacles and expectations at

work. Several themes came out and employees highlighted how disabled
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people were able to access goods and services because they were
earning a wage. In the focus groups it was found how people with learning
disabilities increased their quality of life and were treated fairly and with

respect by other members of society because in employment.

These are important outcomes, however the employment experience is a
personal experience and many elements need to be analysed in order to
understand its impact. The employment experience depends on several
factors, for instance the level of welcoming and support found in
employment, and this experience may be affected negatively by barriers
experienced in employment (Stevens and Martin 1999; Jahoda et al.
2008).

Some authors argue that the most fundamental factor needed for a person
with learning disabilities to enter into employment is personal motivation to
work. This factor is the most important, determining whether a person will
obtain employment (Beyer and Kilsby 1997). The motivation to work of
people with learning disabilities has been assessed using a single scale
evaluation (Rose et al. 2010) and focus group approach (Andrews and
Rose 2010). The focus group revealed people with learning disabilities to
be motivated by monetary gains, social aspects and perceived
competence. Indeed, Andrews and Rose’s study showed how making
friends and making family happy because a person was in work increased
the motivation of people with learning disabilities. Being bullied by co-
worker and being judged in an interview acted as deterrents to
employment instead. In addition, the individuals’ awareness of personal
difficulties, such as not being able to hand paperwork, influenced

individual motivation toward office jobs (Andrews and Rose 2010).

Hensel et al. (2007) investigated psychological factors associated with
obtaining employment for 60 individuals in supported employment. The
study highlights that people with learning disabilities who report being less
satisfied with life, are also those who are more motivated to change these
adverse circumstances by starting employment (Hensel et al. 2007).
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Employment carries important benefits for people with learning disabilities.
Cognitive improvements have been highlighted following people with
autism in SE. A study involved 44 supported employees with autism,
working for more than 20 hours a week and earning competitive wages.
Their cognitive abilities, specifically memory and executive functions, were
evaluated using the Cambridge Neuropsychological Test Automated
Battery (CANTAB) and using a paper and pen cognitive test, the Trail
Making Test (TMT). Participant cognitive performance improved following
30 months of employment for people enrolled in the SE programme,
showing the SE programme had a positive effect on cognitive abilities of
people with autism (Garcia-Villamisar and Hughes 2007). Further studies
investigating a wider range of cognitive abilities in a sample including not
just people with autism, but also people with learning disabilities would be

necessary.

SE can enable the individual with learning disabilities to achieve greater
social inclusion through employment. Work is an important life context
where social contacts can be nurtured. A study of 400 people with learning
disabilities moving from institutionalisation to community care, showed that
people with learning disabilities had an aspiration for paid employment and
to have more friends (Forrester-Jones et al. 2002). The level of inclusion
of people with learning disabilities was the result of the influence of several
factors as shown in a small qualitative study by Fillary and Pernice (2006).
In the Fillary and Pernice study, 16 New Zealand people with learning
disabilities were included. From this study, the presence of a strong
workplace culture, that is described as a high level of social inclusion at
the workplace and formal and informal support form co-workers, fostered a
sense of belonging to a team experienced by people with learning
disabilities (Fillary and Pernice 2006).

Another study investigating features of the relationships in a group of
people with learning disabilities supported by a SEA, showed an increment

in their social network size, with a real opportunity to meet people not
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associated with the learning disability surrounding (Forrester-Jones et al.
2004). Comparisons of social interaction across service settings have
shown that people with learning disabilities were interacting more at the
day centre than in employment. However, those in employment were
spending more time interacting with people without a disability and users
of the service (Kilsby and Beyer 1996). Lately, work has been recognised
to be a social activity, positively influenced by support based on
assistance and relationship naturally available in the workplace (Rogan et
al. 1993; Jahoda et al. 2008). Indeed, natural support offered by co-
workers was important in promoting social integration. Co-workers were
trained to promote social integration following different approaches,
among those there was a job coach model and a mentor model. In this
study co-workers were training employees with severe disabilities and
employees without disabilities on how to approach with employees with
disabilities. The mentoring model was found to be the one that facilitated
reciprocal interaction among co-workers (Lee et al. 1997; Chadsey and
Beyer 2001).

Overall certain work settings promote social integration more than others.
A natural support workplace culture, that is translated in typical support
patterns during job acquisition, work roles etc., was linked with high level
of social interaction among people in SE (Mank et al. 1997; Chadsey and
Beyer 2001).

Loneliness is a key negative factor for people with learning disabilities in
employment. Findings from a study confirmed loneliness to be present but
not to be a widespread feeling among workers with learning disabilities
(Chadsey-Rusch et al. 1992). However, as long as a few employees
experienced this feeling at work, further investigation will be required to
find out the reasons (Katz and Katz 2002). A study comparing the
experience of people with mild learning disabilities employed in real jobs
with those working in sheltered workshop found that the level of loneliness
was higher in a community job than in the sheltered workshop, suggesting
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the frequency and nature of interactions with no-disabled co-workers are
different than interactions experienced with people with disabilities
(Gascon 2009) and to be generally work related interactions (Lignugaris-
Kraft et al. 1988; Chadsey-Rusch et al. 1989; Storey et al. 1991; Ferguson
et al. 1993; Gascon 2009).

A small mixed methods study held in Australia involving 31 people with
mild learning disabilities from one SEA showed how job satisfaction was
negatively correlated with loneliness, therefore a satisfied worker with
learning disabilities felt less lonely (Petrovski and Gleeson 1997). This is a
relevant finding, however it is of difficult generalisation because of the
small sample and its particular features. Further studies should consider
the influence of co-workers on the job satisfaction and loneliness of

workers with learning disabilities.

1.5.1 Employment and people with learning disabilities

Having a job represents a normal challenge for an adult entering
employment age (Hendry and Kloep 2002). However, obtaining
employment is not a normal challenge for people with learning disabilities.
They experience more difficulties in getting a job initially and, in general, it
represents an important challenge, as only 6.4% of people having learning
disabilities are currently employed, compared to 48% of disabled people
generally and 78% of those in the general population (DH 2011). The
reasons for this are multi-factorial, involving both the cognitive
impairments of people with learning disabilities, the poor response from

society to their support needs and discrimination.

In the UK, research suggests that the majority of people in employment
have mild learning disabilities and therefore low support needs (Beyer et
al. 1996). While data is poor on hours people work, in the recent past

many people with learning disabilities only work part-time, paying a low
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amount of tax and retaining welfare benefits (Beyer et al. 1996; Beyer
2008; Melling et al. 2011).

People with learning disabilities experience more difficulties in learning
new information and tasks; they need more support in the learning
process, and are heavily dependent on local contexts. In many cases it is
difficult for them to generalise learning from one setting to another (DH
2001). Also they can experience “adaptive deficits” affecting
communication and creating difficulties in making new relationships (WHO
1992). Learning a new job involves facing new tasks that, for a person with
learning disabilities, could be a source of stress and anxiety. They may
also experience difficulties in relationships with colleagues, employers and
clients, communication being a general weakness for the group. A
gualitative study underlined how work can be a source of negative
experience for people with learning difficulties, reporting episodes of
misunderstanding or exclusion, leading to unpleasant situations (Di
Terlizzi 1997). Poor social situations can lead to a decrease in well-being,

higher levels of stress and a worsening in health.

The UK government defined guidelines on how to support people with
learning disabilities with the document “Valuing employment now: real jobs
for people with learning disabilities (VEN)” (DH 2009). The document set
out an ambitious goal for every SEA to progress the employment condition
of people with learning disabilities. The main idea was that people with
learning disabilities need the same fulfilling lives as everybody else. They
are entitled to realize the same aspirations, dreams and to enter
employment as other people do. This document aimed to ensure that all
the organisations involved (school, employment agencies, job centre plus,
NHS, local authorities etc.) in providing the right support. VEN underlined
the importance of a lifelong change that involves culture in school, where
more positive messages must be given to parents of children with learning
disabilities. Children with learning disabilities were encouraged to think
about which job they were going to do when they become an adult. In
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support of this, the transition from school to employment had to be
planned to make “getting a job” be seen a real opportunity for people with

learning disabilities, through the creation of a personal pathway to work.

SE is a service that should be used from the age of 14, to help increase
the presumption of employability among individuals with learning
disabilities, their parents and others stakeholders (Melling et al. 2011), this
aim being supported also by the Department of Health (DH 2009).
Employment has to become a real option for young people who do not

intend to carry on their studies at college.

The main goal of UK government is that in adulthood most people with
learning disabilities should be employed in full time jobs or self-employed
(DH 2009). A popular employment setting for people with learning
disabilities is a social enterprise. The most robust version of a social
enterprise in business terms is social firm. This is a type of social
enterprise and that must employ at least 25% of people with disabilities
among their employees (Melling et al. 2011). A recent study compared 40
individuals with learning disabilities employed in broad social enterprises
setting with 40 individuals with learning disabilities attending social
centres. The results showed social enterprises to be a good training
setting for future employment, but not as good in promoting social
inclusion as alternatives (Forrester-Jones et al. 2008; Melling et al. 2011).
A novel option for people with learning disabilities is self-employment.
There have been some good examples in Canada, where social purpose
businesses have been successfully operated by people with learning
disabilities (Owen et al. 2012). At present, however, self-employment is a
rarity among people with learning disabilities in the UK (Melling et al.
2011),

Valuing Employment Now represented a challenge to SEA to improve the
quality of their services, especially job coaching, and for commissioners to
find stable ways to fund SE. It is therefore important to understand the key
stages and key figures in SE.
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1.5.2 Key stages of SE

SE has been often called the “place, train and maintain” approach and is
intended to be an effective model of vocational rehabilitation (Rusch 1993;
Jahoda et al. 2008; Beyer and Robinson 2009; Banks et al. 2010). The SE
process is composed of several key stages, which are extremely important
for this system to succeed (Wehman and Kregal 1985; Trach and Rusch
1989; O’Bryan and O'Brien 1995; Beyer and Robinson 2009). These are

commonly reported to be:
vocational profiling;
job finding;
job analysis and placement;
job training;
follow-along services.

SEAs work in parallel with clients with learning disabilities and the

employer as presented in Figure 1.9.
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Figure 1.9: The SE model (www.base-uk.org)

The first step is mapping out employment paths for each individual with
learning disabilities, starting from a person centred approach. A personal
pathway through employment for people with learning disabilities is
achievable starting with a good assessment or vocational profile in order
to discover individual skills and interests, and matching the right job with
the right person. General support in employment is gained from family,
carers and community support, to confirm that a certain job aspiration is

achievable. The SE system must ensure the client with disabilities is an
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active and motivated participant in this process of support, agreeing an
employment plan together (DH 2010a).

Meanwhile, SEAs carry out research on the labour market and on job
availability to match individual job seeker requirements. Some employers
are available to employ people with disabilities, offering an appropriate job
and work environment, and therefore they agree to receive the support of
SEAs.

SEAs also analyse employers’ needs and they draw on a personal profile
of the job seeker with a learning disability, in order to match the right
person with the right job. The correct matching is followed by the
application for the job and eventually by the job interview. SEAs offer a
service in supporting the activity of writing a CV, filling out an application
form and preparing the interview with the client with learning disabilities.
SEAs also help employers to modify these entry procedures where they
disadvantage disabled job seekers, providing “reasonable adjustments”
under the Disability Discrimination Act (2005).

Employment is followed by training in the matched workplace, including
learning job tasks and practicalities, social support, support for health and
safety and travel to work (Beyer and Robinson 2009). This is achievable
using the services of a job coach who works to teach the job to the
employee. Beyer and Kilsby (Beyer and Kilsby 1998) and Beyer et al.
(1996) have shown that job coaches spend significant amounts of time
vocationally profiling people with learning disabilities and subsequently in
supporting and training people in the workplace. When the job coach is
task training the client with learning disabilities, the task is often broken
down to simple steps and then taught with the aim to promote workers’
independence using “Systematic Instruction” techniques (Beyer and
Robinson 2009).

SEAs guarantee periodic and ongoing support and also additional support

by co-workers and employers is provided through negotiation. Ongoing
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support is important to avoid common reasons for job loss (Beyer 1995)
which are often related to difficulties establishing social relationships
rather than an individuals’ ability to do the tasks of the job. Indeed, the
current SE system is the result of evolution of this system over the years

as detailed in Appendix A.

The central figure in this system is the job coach or job trainer. The job
coach is the person in charge of training the employee with a learning
disability in the workplace. The strength of job training is that it takes place
in the workplace, since every job is different and employers’ have specific
requirements that are difficult to replicate in training environments.
Contextualised learning also allows people with learning disabilities to
familiarise themselves with specific social demands of that particular
workplace. This overcomes the general difficulty people with learning
disabilities face in generalising learning from training to real environments
(Beyer and Robinson 2009). Training in the workplace is usually broken
into different and easy to understand steps, based on stimulus/response
chains, where the end of one task becomes the stimulus for the beginning
of the next (Beyer et al. 2010). In this way the person with learning
disabilities can learn without being dependent on other people, for
instance their employer (Freedman and Fesko 1996). The training may
provide suggestions on how to cope with possible social difficulties due to
becoming a member of a working group. Through workplace training and
ongoing support, people with learning disabilities become progressively
more independent in their tasks and have problem solving available to

them from their job coach if required.

The job coach will also negotiate reasonable adjustments to allow the
employment to be a feasible and a positive experience for the individual
with learning disabilities. Such reasonable adjustments are negotiated with
the employer. Therefore the job coach’s role is ideally situated to address
the integration of health and well-being within the overall context of the

workplace.
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Some studies have highlighted the importance of job coaches teaching
social skills during their training in the workplace directed to promote
social integration. Chadsey-Rusch et al. defined social skills to be
dependent on the context and rule-governed, and therefore difficult to
generalize (Chadsey-Rusch et al. 1999; Beyer and Robinson 2009).
However, Chadsey and Beyer (2001) identified two different approaches
to developing social skills. The first involves changing the social behaviour
of the person with learning disability using social skills instruction, role play
activities, problem solving strategies, self-management or self-monitoring.
The second approach involves co-workers who in addition to training
people in the workplace also assist clients with learning disabilities in
bonding with other colleagues, with the aim to increase social integration
(Chadsey and Beyer 2001; Beyer and Robinson 2009).

Hence, a successful job placement is a combination of a good training to
learn the task and minimizing social distance between workers. This is
possible thanks to good support from the job coach and thanks to the
creation of the right advocacy. Advocacy is a part of job coach activity and
could be defined as the support given by an advocate that provides
support in terms of information and representation with the aim of
empowering the advocate partner. Sometimes the job coach helps a
person with learning disabilities to speak in a difficult situation, where the
person with learning disabilities voice might not be heard (Townsley et al.
2009). An example could be the support performed by some agencies
during the interview with the employer. The advocate provides information
and advice about health promotion or social relationship. The help could
also involve resolving problems and issues linked with work demands or

personal well-being.

Furthermore, the job coach has a role in positively supporting the family of
the client with learning disabilities who is engaging in work (Freedman and
Fesko 1996). This recognises the central role many families play in the
lives of people with learning disabilities.
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To my knowledge this is the only study investigating how job coaches may
influence employees’ health. Results from this qualitative study on the
factors associated with high levels of physical activities for people with
learning disabilities (Temple 2009), highlighted the importance of job
coaches teaching people to be physically active when at work. The same
study evaluated travel training as a chance to enable people to be more

active, being also a source of low cost physical activity.

1.5.3 Supported Employment’s current funding system

SE in the UK is funded from different sources according to the European
Union of Supported Employment (EUSE). In England, the main sources of
funding have been Local Authorities, the Health Service, the
Government’'s Work Choice Programme and in part, the European Social
Fund (ESF). Northern Ireland SE is not mainstream funded, and funding
comes mainly from Europe through the Department for Employment and
Learning or the Department of Health and Social Affairs, supported also by
Lottery funds or by utilizing the Government’s Disability Employment
Service (DES). It delivers an introduction on work through the Job
Introduction Scheme (JIS), Workable NI and Access to Work (NI).
Scotland is in a similar situation, having the Work Choice programme and
a variety of Local Authorities and voluntary sectors sources used for
developing SE. In Wales, the situation is again very similar to England. In
addition, SEAs use the Government Work Choice programme and Access
to Work Programme for people with learning disabilities (EUSE 2010) as
well as Local Authorities funding.

1.6 Aims of this study and research questions

The literature review provides a discussion about the relevant topics for
this study. There are several gaps in the knowledge | would like to
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investigate in this study, in order to discover what role SEAs have in
promoting positive health behaviour for employees with learning

disabilities.
The key facts emerging from the literature reviews are the the following:

People with learning disabilties should be treated with dignity and
respect, learding their lives:

Employment is a source of independence;

Employment can be a way to live healthier lives;

There is a risk of unqual health opportunities for people with
learning disabilities;

There is a risk of unequal health care for people with learning
disabilites;

People with learning disabilieties may experience health disparities
in accessing health promotion activities;

There is a lack of consultations of primary care services for people
with learing disabilties;

Primary care staff may not always recognise people with learning
disabiltis needs;

There is a need to increase health check for people with learning
disabilites;

There is a lack of understanding about health checks for people
with learning disabilties;

There is a lack of understanding of benefits for employees with
learning disabilites from health initiatives offered by employers;
Quality of life may increase for people with learning disabilties while
in employment;

Cognivive funcions may increase for people with learning disabilties
while in employment;

Social inclusion with no-disables people improves for people with

learning disabilties while in employment;
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Loneliness in employment for people with learning disabiltieis

should be furthere investigated.

Furthermore the SE system can potentially deliver positive health through
the process of enabling people with learning disabilities entering
employment. As discussed previously, work is good for health, but at
present little is known about the SE system possible role in health

promotion for people with learning disabilities.

AIMS AND OBJECTIVES:

There is a lack of studies investigating the relation between health and
employment and supported employment for people with learning diabilites.
My aim is to discover if SE services play a role in maintaining and/or
promoting the health of people with learning disabilities. | hope to
explain the quality and the nature of the SE provision in relation to
health.

In the literature review | described the features of SE, which may help in
finding different ways to protect and improve the health of employees with
learning disabilities while at work. Every job presents a sequence of tasks
that vary from one context to another. Job coaches are asked to examine
tasks and they have the potential to identify features of jobs and tasks that
are capable of promoting health. Job coaches are the ones who negotiate
the job, and they could potentially be more interventionist in promoting
healthy behaviour and well-being or be more conservative while
negotiating employment task with employers. There is a gap in the
literature related with this topic. Therefore my aim is to describe
strategies used by SEA to support health and/or prevent risky

behaviours for employees with learning disabilities.

| would like to understand if job coaches consider themselves to have a
role influencing employees with leaning disabilities’ health, considering the
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lack of study on this topic. Therefore my aim is to understand if and
how job coaches may influence the health of employees with

learning disabilities.

Job coaches have promotion of inclusion within the workplace as a key
goal. They will spend time analysing the social ecology of the workplace
and either help the person with the micro-social skills needed to fit in, or to
help them connect to workplace mentors who can help them integrate. My
aim is to investigate if and how co-workers may influence the health
of employees with learning disabilities.

Furthermore employers, especially large ones, may have company based
health promotion schemes that may touch on these areas, such as quit
smoking campaigns, sport offers, or healthy eating campaigns as reported
in the literature. | want to understand if job coaches play any role in
helping to adapt employer led health promotion programmes or
information gained from them, so that people with learning
disabilities can better access them.

Overall the evidence to date suggests that employment can have an
impact on health and access to health promotion for people without a
learning disability. People with learning disabilities experience a poor
health status and poor access to health promotion. SE represents the
most important mechanism for people to get jobs and thus access the
potential health gain of employment. If people with learning disabilities are
to experience the same level of health gain by being in employment it is
important to better understand this system and how it may mediate health

behaviour.
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RESEARCH QUESTIONS:

Overall the research questions for this study are:

1) How do managers and job coaches of Supported Employment
Agencies (SEAS) perceive their role in supporting the health of

their clients with learning disabilities?

2) What are the views of people with learning disabilities, on the
ability of SE and employment to increase their health and well-

being?
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2 Study design

It is well established in the literature that people with learning disabilities
experience employment difficulties (DH 2009) and health inequalities
(Emerson and Baines 2010; Emerson et al. 2011). Therefore, it is relevant
in this study to discover how SE and employment help increasing the
health and well-being of individuals with learning disabilities in
employment, and what role managers and job coaches play in this
respect. Furthermore, the topic has not been explored extensively so far
as supported by a recent review of the literature (Fine 2011). Hence, the
following research has the objective of providing an analysis of the
problem and providing the basis for future studies and/or interventions.

PURPOSE THEORY

METHODS SAMPLING
STRATEGY

Figure 2.1: Framework for research design, p.82 (Robson 2002)

The research designed was planned step by step using the five
components proposed by Robson (2002) (Figure 2.1) and described in
relation to this research in the following paragraphs. The mixed method
rationale is described in detail and is followed by an in-depth examination
of the quantitative and qualitative methods used in the study. Finally,
sample selection and arrangements for ethical approval are described.
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Overall this chapter describes how the research evolved. Figure 2.2

illustrates how the research design was intended to operate and how it
was scheduled across the duration of the PhD course (Figure 2.2).
4-{ SEA organization | 1l
Y
Literature review l Health and Employment | E
4—{ Health of people with learning disabilities | A
R
4-‘ Planning |
1
National Web Survey ,! Ethical Approval |
4>{ Collaboration agreement —
QUANTITATIVE | Y
METHOD ‘ Results from 50 SEAs [1 E
‘ Selection of a purposive sample I A
[ *-i Geographic criteria ‘ R
‘ 8 SEAs contacted I—
—-‘ Level of involvemnent in health ‘ 2
Gmurxu(.’.::eo i "{ Ethical Approval ‘ Y
E
QUALITATIVE A
METHOD Managers Job Coaches Employees R
s
—
Figure 2.2: Research design
2.1 Methods

2.1.1 Mixed-method study rationale

A mixed method approach was considered to be the most appropriate way

of exploring the role of SEAs in supporting the health of their clients with

learning disabilities. There are no previous studies focusing on the role of

SEAs in supporting the health of people with learning disabilities.

Therefore, | developed a questionnaire to understand the SEA’s service

outcomes in the UK on this topic.
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The strategy adopted was non-experimental, my aim being not to modify
the situation, but to understand the awareness of the managers of SEAs of
the topic. Furthermore, | wanted to understand how the practice of UK
SEASs’ may influence the health of their clients. The best choice was using
a questionnaire survey because it allowed me to gather data from a wide
range of SEAs in a manageable period of time within the overall project

timetable.

The results obtained from this quantitative part of the study would also
enable the sample selection for the second, qualitative, phase of the
research. In this second phase, the research sought to understand the
processes underpinning health outcomes and the quality of the SEAS’
provision in relation to health. For this reason interviews with managers
and job coaches allowed them to further describe their experiences and to
find out more about their practice and awareness of health in their work.
Moreover, interviews with employees with learning disabilities strongly
contributed to explaining any ability of SE to increase the health and well-

being of their clients.

In deciding on the best method, | took into account the debates scholars
have had on the weaknesses of using both quantitative and qualitative
methods for the same study. The first objection was that quantitative and
qualitative methods carry different epistemological commitments, the first
inspired by positivism and the other by phenomenology. Therefore,
gualitative and quantitative methods may be considered as two different
paradigms, “in which epistemological assumptions, values, and methods
are inextricably intertwined and are incompatible between paradigms”
(Guba 1985; Morgan 1998; Bryman 2012, p.629). The general purpose of
quantitative methods is to measure a phenomenon and generalize results
from a sample to a population. Alternatively, qualitative methods aim to
understand a phenomenon from participants’ thoughts, motivations and

actions.
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After decades of debates around this topic, scholars have highlighted
similarities between quantitative and qualitative methods of research.
Indeed, they both use empirical observations (Johnson and Onwuegbuzie
2004), constructing explanatory arguments for the study (Sechrest and
Sidana 1995; Johnson and Onwuegbuzie 2004) and they both attempt
explanation around human beings in their real life environments (Biesta
and Burbules, 2003; Johnson and Onwuegbuzie 2004). Nevertheless, a
researcher adopting a mixed methods approach must be aware of the
epistemological differences, constraints and limitations in the use of that
mixed method approach.

It may be considered ambitious for a single researcher to conduct a mixed
method study. The researcher must learn, plan and conduct the study to a
high standard using both approaches (Johnson and Onwuegbuzie 2004).
However, one benefit of using mixed methods is the reduction of
inappropriate certainty, which is common when researchers use a single
method, trying to find the right answer (Robson 2002). Robson (2002)
argues that answers coming from the use of two different methods
facilitate the construction of more robust knowledge. However, the
researcher may focus more on one paradigm rather than the other,

providing an unbalanced and unintegrated picture.

Overall, this study benefited from the use of mixed methods because |
gathered a more complete picture of the topic. The results from the
questionnaire provided me with the knowledge basis to select the sample

for the qualitative study and formulate the interview for the participants.

The decision-making process for a mixed method led to draft Figure 2.3,
setting out how the research worked within two different paradigms. The
figure shows two parallel processes, the first leading to understand the
outcomes of SE in relation to health, and the second leading to describe

processes involved.
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Health in the workplace for people with Learning Disabilities:
the role of Supported Employment Agencies

Do SEAs promote PWLD health? How do SEAs promote PWLD health?
v v

Quantitative research

|

Verification through data Discovery
Hypoth esl is testing Expklnration
Expla:lwation The;;yr:ifaﬂ?:g%is
i
Standardized data collection Researchler: primary

instrument of data collection

Figure 2.3: Steps into research, inspired by Johnson and Onwuegbuzie (2004)

2.1.2 Quantitative research

The quantitative approach is inspired by the idea within positivism that all
social events may be reduced as empirical indicators (Sale et al. 2002).
Scottish philosopher David Hume (1711-1776) a well-known empiricist,
and later British philosopher John Stuart Mill (1806-1873) established the
fundamentals of positivism science (Neuman 2011). Their philosophy

inspired scientists, scholars and researchers over the years.

The epistemological position supported the application of methods used to
study from natural science to social science (Bryman 2012). The
ontological assumptions of this position are that in the social world there
are patterns and regularities and researchers need to discover them
(Denscombe 2010).
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Data collection is standardized and data confirm the hypothesis
throughout the use of statistical analysis. The ontological position of this
approach assumes there is only one truth about the object of analysis and

that it is independent from human perception (Sale et al. 2002).

2.1.2.1 The choice of a Web questionnaire

The idea was to create a questionnaire to be completed by managers or
senior staff of SEAs supporting people with learning disabilities, enabling
them to provide their self-reported experiences of SE and it relationship to
health. The questionnaire was titled Employment and Health (Appendix E).

| decided to administer the questionnaire as a web survey. The choice was
dictated by the intention to reach as many UK SEAs as possible. A web-
survey is fast and inexpensive (Neuman 2011), and appropriate for
respondents who are used to operating using the internet. Face to face,
telephone and paper based questionnaires were rejected as methods,
primarily because we did not have direct access to UK SEAs’ addresses
and telephone numbers. The web-survey was the only instrument able to
reach the majority of the agencies through the email membership
networks of the Associations and Unions of SE in the UK. We targeted the
organisation for SE around the UK, with the aim of reaching a difficult to
reach population through other channels (Wellman 1997; Garton et al.
1999; Wright 2005). Moreover, a study comparing web and postal surveys
identified a similar response rate for people who have web access
(Kaplowitz et al. 2004). We need to consider that UK Associations and
Unions of SE did hold more than one email address for some
organisations (Wright 2005), and so several respondents could be from
the same agency. The study discounted responses from multiple

respondents, using only one.
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2.1.2.2 Questionnaire development

The questionnaire structure was inspired by the literature review on SE
and the health behaviour of people with learning disabilities carried out for
the study. | consulted POMONA questionnaire (Health indicators for
people with intellectual disabilities) used in a previous research study in
my Institution (POMONA 2008). My previous knowledge of other
guestionnaires such as Short Form 36 (SF36) — Italian version (Apolone et
al. 1997) and Cognitive Behaviour Assessment Forma Hospital (CBA-H),
(Zotti et al. 2010) represented an asset in developing the formats of the
questionnaire and how health conditions were targeted in these

questionnaires.

| had the chance to informally visit two SEAs in Wales, to meet the
managers of these agencies and to ask questions about their practice,
with the aim of discovering more about their awareness of health and
actions relating to health within their SE’s. This helped to identify relevant

guestions alongside the literature review.

As a result of interest in the research from one of the two agencies, | was
invited to spend 2 days with them, attending job seekers and basic skills
courses with clients having learning disabilities. | had the chance to look at
assessment papers and develop a greater understanding the agency
procedures in practice and how their work was financed. | attended a
meeting with a job coach who visited two employers and a client. Finally, |
had the chance to visit two workplaces and see how clients worked in
different environments. This experience, in conjunction with the literature

review, helped in designing a valid questionnaire.

The questionnaire to SEA managers (Appendix E) covered the following

areas:

Employment service offered: Multiple choice questions were
asked to identify the sort of employment service the agency
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provided. An open question was asked to allow the participant to
better describe the agency’s work in relation to employment. These
questions were relevant to understand what the SEA general
approach was. A further question was asked on the agency size
with the aim of eventually exploring differences in practice related to
health in small, medium and large SEAs.

Training provided: A question was included on the provision of
training in the workplace for the client to understand the extent to
which this practice was offered by agencies. This was also relevant
to understanding if the job coach spent time with the client in the
workplace and therefore had an opportunity to influence health

outcomes.

Assessment process: SEAs were asked if they carried out
assessments of their clients and what the questions were included
in these assessments. The categories explored were inspired by
the assessment documents consulted during previous visits to
SEAs. SEAs were also asked about the characteristics predictive of
success in people getting employment to understand what factors

were considered to be obstacles.

Activities to support the client: SEAs were asked questions on
the activities they provided to generally support the client. This
qguestion was asked because a well-supportive environment might
be positive for the social inclusion of clients with learning disabilities
(McConkey and Collins 2010).

Health and safety procedures: information was requested about
the health and safety advice the SEA offered.

Awareness of health initiatives promoted by employers: The
link between SEAs and employers was investigated. | wanted to

understand if SEAs were aware of any health promotion activities
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offered by employers, and if clients with learning disabilities were
included in these.

On-going support offered by SEA: SEAs were asked questions to
understand if they offered support in the period after initial
placement and the characteristics of this support if it was offered.

Assessment of health: Several questions were asked about
SEA’s assessment of clients’ health before entering employment.
This was important to understand if health was a central aspect or
not for SEAs.

Actions toward health: A section was dedicated to understanding
the actions SEAs took when facing health issues or health concerns
that individuals with learning disabilities had. These questions were
based on the literature review and related to weight problems,
smoking, use of alcohol and illegal drugs, even if some of these
behaviours have not been widely found among people with learning

disabilities.

Obstacles promoting health: Questions were included about
obstacles Job Coaches and SEAs commonly faced in promoting
clients’ health. These questions were inspired by pre-study informal

meetings with SEA managers and job coaches.

Health gains after employment: Open-ended questions were
included on whether health gains had been seen among SEA’s
employed clients and what these had been.

Practical help: My pre-study visits to SEAs also inspired a
guestion on what types of practical help were given to clients by job
coaches (e.g. in life domains outside employment, such as housing,

referrals to health professionals).
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Staff training: A question was asked about any training SEA staff
had received, and whether it involved in some way the health of

clients.

Social skills development: Considering a holistic approach to the
person, it was relevant to know what kind of social skills

development the SEAs provided.

Support for traumatic life events: The final question was inspired
by my personal experience, from a background in health
psychology and by the literature review. | asked about any support
provided by staff to clients with learning disabilities in coping with a
traumatic event that may affect the physical and/or mental health of
the client (Hulbert-Williams and Hastings 2008; McEvoy et al.
2010).

Interest in taking part in the qualitative study: SEAs were also
asked if they would be interested in taking part in the qualitative

follow-up study, if selected for the sample.

Questions included multiple choice, dichotomous (yes or no) and Likert
scale format questions. Open-ended questions were also included to
gather more information on SEAs, and these were useful in understanding
the variety of services that were being provided. Open-ended questions
were used to provide a clearer idea of any health gains identified among

employed clients and these are reported more fully in Chapter 3.

2.1.2.3 Questionnaire testing

Prior to beginning fieldwork, a pilot test was conducted with managers or
key staff of 4 SEAs to test whether the questionnaire was understandable
and easy to respond to. Completion time was found to be about 20-25

minutes. The questionnaire was tested on a paper version before the web
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version was finalised. Another two people who were not in the supported
employment field reviewed the questionnaire and provided feedback on
the wording and structure of the questionnaire rom a lay-person’s

perspective.

The web-survey was addressed to a named member of the agency staff
(usually the manager) and completed by them. This was a strength
because it is usually the manager who knows best how the SEA is run and
what processes are in place. However, different people within the same

organisation may have different points of view.

However, the survey was a good instrument to get to know the reality of
SEA practice and to start a collaboration with the agencies in the second,
more detailed, stage of the research. The survey also aroused interest in

the research among respondents.

2.1.2.4 Contacting participants

The team negotiated collaboration with the Associations and Unions of

Supported Employment for each UK country:
British Association of Supported Employment (BASE);
Scottish Union of Supported Employment (SUSE);
Association of Supported Employment Agencies in Wales (ASEA)
Northern Ireland Union of Supported Employment (NIUSE).

All agreed to collaborate in the quantitative element of the study by
sending an email invitation to their member SEAs urging their participation

in the study and containing a link to the web-survey.

The collaboration with the national Associations and Unions for SE had its

positive and negative sides. It was positive because a SEA receiving an
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invitation by the Association or the Union the agency is a member of may
increase the manager’'s motivation to take part to the study. On the other
hand, it may be negative as the Association or the Union may send a
considerable amount of communications, newsletters and other mail which
can sometimes be ignored by the staff of SEAs, and this may lead to
failure to engage with the invitation to the study. A second reminder email
was sent 3 weeks after the original invitation by the Associations and

Unions.

Contact details of participants were retained by the researcher to enable
future contacts with some of the SEAs that might be selected on their

responses as a part of the sample for later stages of the study.

2.1.2.5 Bristol Online Survey

The survey was hosted by Bristol University through the Bristol Online

Survey (BOS) system (http://www.survey.bris.ac.uk/). The software,

developed by the University of Bristol and licensed to Cardiff University is
accessible online. Bristol Online Survey allowed creating, sharing,
delivering and analysing surveys. The survey was structured in 6 sections.

The survey included the logo of Cardiff University. The benefit of this tool
was that respondents were able to save the survey and come back to it
later on. The major weakness of this tool was that it was not allowed to go
back to the previous section in order to review the answers. | had to deal
with 3 respondents who wrote me asking to amend questions on the

database, and this was facilitated.

The software allowed then export of the database using an Excel spread
sheet. The data was subsequently transferred to IBM SPSS 16 for further
statistical analyses.
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2.1.2.6 Data analysis

The data was analysed using SPSS 16 for Windows. The data were
checked before the beginning of the analysis to exclude duplicate entries
for the same SEA and any missing or inconsistent answers. SEAs were
followed up to clarify problem entries and some edits were made to the
data as a result.

Descriptive analysis was used to give an overall understanding of the
results. The analysis had to deal mainly with ordinal variables,
dichotomous variables and several nominal variables. The first round of
analysis included the description of the data using frequency. The analysis
of frequencies offered numbers and percentages of SEAs for each
category of the variable. Frequency tables were provided by SPSS outputs

and diagrams were plotted in Excel.

In order to determine a relationship between two variables, contingency
tables were used. They allow us to simultaneously analyse two variables
and produce a non-parametric test, the chi-square test, when the
variables in question are nominal or ordinal. Chi-square is used together
with an indicator of the level of confidence showing the probability of being
significant differences between the two variables and it is based on the
difference between the actual and the expected values (Bryman 2012).
Chi-square is also associated with a level of statistical significance,
reporting the chance that any difference is due to chance factors (Neuman
2011).

2.1.2.7 Multiple-indicator measures

Looking at a single indicator may be reductive during data analysis. The
answer to a single question may incorrectly classify the view of an
individual. A single question is usually very specific and does not give a

general description of a wider concept. Instead, considering a multiple-
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indicator measure representing a concept is certainly helpful to highlight
the outcomes of the study (Bryman 2012).

As | was interested in more general concepts, several items were brought
together to create indicators to describe particular aspects of SEAs
provision related to client health. A range of scores helped summing
answers to different questions. Likert scale items, and the score attached
to them, allowed me to bring together groups of responses with the aim of
summarizing and producing an index value. The score represents the sum
of the scores for each item of the characteristic described below. The
internal reliability of the index, that is the measure of coherence within the

items constituting the index, is reported in Appendix F.

Health assessment: This includes 9 items concerning the information
collected by the agency on the client health and if the SEA asks (using a

three point Likert scale: always, sometimes, never) about whether:

a. a client smokes

b. a client’'s alcohol intake is higher than government policy
limits

c. a client’s use of drugs

d. a client’s usual diet

e. a client’s level of physical activity

f. a client’s height and weight

g. a client’s impairment(s)

h. a client’s medical condition

i. a client's psychological condition (depression, phobias,

anxiety etc.)

The minimum value of the scale is 9 and it means the agency never asked
about all of the listed clients’ health aspects and the maximum value is 27
and it means the agency always asked about the listed clients’ health

aspects.
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Diet and weight action: This includes 7 items agency provision if a client
iIs overweight/obese or underweight (three point Likert scale: always,

sometimes, never) and SEA:

a. suggests a healthy diet

b. suggests more physical activities

c. provides easy to read leaflets relating to healthy eating

d. builds a plan with the client and employer to make positive
changes to diet in the workplace

e. makes a healthy eating plan with the client

f. makes a healthy eating plan with family or carer

g. involves appropriate health professionals in treatment and

any plan

The minimum value is 7 meaning the agency was not active in promoting
the clients’ health and the maximum value was 21 when the agency was

active in promoting client health.

Support to stop smoking: This includes 6 items about the agency staff
behaviour when the client smokes (3 point Likert scale: always,
sometimes, never) and the SEA:

a. gives verbal advice

b. provides easy to read leaflets relating to reducing or
quitting smoking

c. builds a plan with the client and employer to make positive
changes to reduce smoking in the workplace

d. plans actions with client

e. plans actions with family or carer

f. involves appropriate health professionals in treatment and

any plan
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The minimum value is 6 when the agency was not active in helping the
client with smoking and maximum value is 18, indicating the agency was

active in helping the client with the smoke habit.

Support to reduce alcohol use: This includes 6 items about the agency
staff behaviour when the client uses alcohol to excess (3 point Likert
scale: always, sometimes, never) and the SEA:

a. gives verbal advice

b. provides easy to read leaflets relating to reducing or quitting
alcohol

c. builds a plan with the client and employer to make positive
changes to alcohol consumption

d. makes a plan with the client to reduce or quit alcohol

e. makes a plan with family or carer to reduce or quit alcohol

f. involves appropriate health professionals in treatment and any plan

The minimum value is 6 if the agency does not intervene if a client abuses
alcohol, and maximum value is 18, indicating the agency was active in

supporting the client reducing or quitting alcohol consumption.

Verbal advice: This includes 5 items (3 point Likert scale: always,
sometimes, never) and the SEA:

a. suggests a healthy diet if the client is overweight/obese or
underweight;

b. suggests more physical activity if the client is overweight/obese
or underweight;

c. gives verbal advice if the client smokes;

d. gives verbal advice if the client abuses alcohol,

e. gives verbal advice if the client abuses drugs.

The minimum value is 5 meaning the agency never gave verbal advice for
any health problems and the maximum value was 15 meaning the agency

was active providing verbal advice for problem listed above.
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Outsourcing (health information): This includes 4 items related with the

agency behaviour in front of a client health problem (3 point Likert scale:

always, sometimes, never) and the SEA:

a. involves health professional if a client is overweight/obese or
underweight;

b. involves health professional if a client smokes;

c. involves health professional if a client abuses alcohol,

d. involves health professional if a client abuses drugs.

The minimum value is 4 when the agency never contacted health

professionals, and maximum value is 12, when the agency always

contacted health professionals for the over mentioned problems.

The scores described helped in:

Selecting the sample for the qualitative part of this study.
Performing secondary analysis based on continuous variables.
This included the analysis of variance test (ANOVA) and

correlation between two variables.

2.1.2.8 Analysis of variance

The one-way ANOVA is a robust test used to determine if there are

significant differences between the means of two or more groups. The

assumptions for this test are:

[EEN

. The dependent variable must be continuous;

The independent variable must be categorical and with independent

groups;
There must not be a relationship between observations;

The dependent variable must be approximately normally

distributed. The test is robust, meaning there is a level of tolerance
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as the normality assumption can be partially violated without
invalidating the test. The distribution can be checked using the
Shapiro Wilk test. This test has an associated p-value, therefore we

can accept or reject the hypothesis that the distribution is normal.

The Levene test needs to be performed in order to check the
homogeneity of the variances in several groups.

The ANOVA test produces an F score associated with a p-value which is

used to test whether the null hypothesis should be accepted or rejected.

Null hypothesis: the means of the groups studied are the same, and
any differences are due to chance. This is the interpretation when

the p value associated to the F value is < 0.05 (level of confidence).

Alternative hypothesis: the means of the groups studied are
different and differences are significant, not due to chance. This is
the interpretation when the p value associated to the F value is >
0.05 (level of confidence). Post-hoc t test are performed to
understand what groups are statistically different. Some form of
correction should be applied to reduce the risk of Type | error
(reject null hypothesis when it is true).

2.1.2.9 Kruskall-Walllis test

The Kruskall-Wallis is a non-parametric test that can be used instead of
the ANOVA when the distribution is not normal. The Kruskall-Wallis test

can be used if the following assumptions are respected:

The independent variable must be categorical and groups should

be independent;

. The dependent variable should be continuous;

The observations must be independent;
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4. The distributions of each group have to be the same shape and
therefore similar variances. This assumption has to be checked in
order to correctly interpret the Kruskall-Wallis test. If the distribution
has different shapes, the test can be only used to compare mean

ranks.

2.1.3 Qualitative research

The philosophy inspiring qualitative research is phenomenology, founded
by Edmund Husserl (1859-1938) which considers personal experience
and the meaning of it as a source of knowledge. Arguably the richness of
this approach is that findings are created within the context of study and in
which the researcher is actively involved. The data collected and analysed
according to qualitative data analysis constitute the base of the discovery
of a theory or hypothesis generating.

The application of this philosophy to social science means opening the
door to naturalistic research accessible through interactive methods of
research such as interviews, focus groups and observations. Therefore,
the researcher's aim is to discover the social meanings of social facts
which are emerging in the interaction between the researcher and the
participants (Bowling 2002). The researcher understands the social world
studied through the participants’ words. The strength of the qualitative
method is that the researcher has the chance to gather quality data in the
field. It allows the drawing of a complete picture of the processes leading
to any outcomes. Furthermore, the qualitative methods entail the
interaction between the researcher and the participant, with the clear
advantage of asking further information to understand the experience.

This method has different characteristics (Crosby et al. 2006), which apply

to this study and are detailed below:
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Naturalistic: data collection takes place in a natural context of
life. The surrounding context itself provides important
information and plays an important role in research. In this
research the workplace or the SEA premises are naturalistic

contexts were data are gathered.

Descriptive data: data have different forms, for instance words,
pictures, video, and document records. In this study transcribed

narrative and a diary constitutes the set of data.

Process-focused: the research focuses on the process, rather
than the outcomes (Bogdan and Biklen 1998; Crosby et al.
2006). In this research the process is the one allowing the
delivery of health and well-being to employees with learning

disabilities, through the SE pathway.

Inductive Approach: the process of qualitative research is
inductive as the data collected generate patterns and themes,

which can become hypotheses for the sample considered.

Finding meaning is the objective: the aim is finding the
meaning of processes linked with the object of study according
to the viewpoint of participants. In this research we wish to find

out:

a. The managers’ and job coaches’ perception of their role
in supporting the health of their clients with learning
disabilities;

b. The perception of employees with learning disabilities on
the ability of SE and employment to increase their health

and well-being.
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c. Understand the role of other stakeholders such as
employers and co-workers who may influence the health

of employees with learning disabilities.

2.1.3.1 Choice of a qualitative methodological approach

| have chosen the most appropriate method to fulfil the research aims and
objectives of this study. There are a number of options and the strengths
and weaknesses of these in relation to the study’s aims and objectives are

considered in turn:

. case study
. biographical or life history research

1

2

3. ethnographic study

4. interpretative phenomenological approach (IPA)
5

. grounded theory (GT)

Case study: this approach is usually used when a case or a small group
of cases has to be explored in depth and probably followed over time
(Bowling 2002). It means the researcher wants to study a phenomenon
within its real life context using multiple sources of data. The researcher
first describes the strategy, beginning with details on a specific physical
setting. Many debates arise from the science of case study, because it
refers to a particular case, explaining peculiarities of a particular situation.
The object of the study could be analysed in this way focusing on
antecedents, contextual factors, perceptions and attitudes preceding a
known outcome. The results from this approach are important to highlight
causes, determinants, factors, processes and expertise. Another possible
option for a case study is for a set of individuals to be studied considering
the same features (e.g. personal attitude toward something). However this
method is also used when studying a particular community, group, or

organisation in order to describe relations among their members,
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behavioural patterns etc. Finally, particular events, roles and relationships
could be investigated in this way (Robson 2002). A researcher would
chose this method if the aim is to find the holistic and meaningful
characteristics of real life events (Mason 2002; Yin 2012). The case study
approach involves a deep investigation of a phenomenon in a real life
context, using multiple source of evidence (Robson 2002; Yin 2012).

This was not a suitable approach for this research as it concentrates on
one or a small number of cases and a range of SEAs and client

circumstances were needed to answer the research questions fully.

Biographical or life history research: this approach could be considered
as a particular kind of case study to investigate a person’s story, where
interviews are used in conjunction with documents and records (Robson
2002).

The research aim was not to investigate a personal story, but the
experience of participants of SE, employment and health. For this reason

this approach is not appropriate for this research.

Ethnographic study: this approach provides an interpretation of a culture
or a social structure of a particular social group. It is widely used in
anthropology, where the researcher has been involved in that particular
culture, as a member of the group. Geertz (1973) underlined the
importance of understanding the culture from the inside (Geertz 1973).
The main instrument is participants’ observation, where the researcher
observes the context from the inside. No particular methods of collecting
data have been elaborated. It is worth considering possible influential
factors, first of all the presence of the researcher in the group (Robson
2002).

The aim of this study was not to observe how job coaches support the
health of people with learning disabilities at work. Furthermore, in the SE

environment this is difficult to carry out. The main reason is that this would
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also involve the employer and the work context (kitchens, offices etc.)
where other people work and where there are different policies and
regulations in place. Hence, health behaviours may not be routinely seen
in the research settings, with influences spreading out into health

behaviours in other life contexts.

Interpretative Phenomenological Approach (IPA): this approach
focuses on the subjective experience of the individual studied and it is
based on the philosophy of Heidegger and Husserl. IPA is the application
of this thought stream where a particular “phenomenon” is observed,
described and studied. Larkin et al. (2006) emphasized in his article two
commitments the research must follow to get good data using this

approach:

1. the phenomenological requirement to understand and “give voice”

to participants;

2. that the interpretation to makes sense from a psychological

perspective.

IPA is usually used when the aim of the study is to get an intensive and
detailed analysis of the topic of interest for a small number of participants.
Instruments that particularly fit this approach are semi-structured
interviews, focus groups and diaries, which produced patterns of

meanings (Larkin et al. 2006).

IPA concentrates mainly on making sense of a particular experience
and/or understanding of a phenomenon (Smith et al. 2009). This method
was not appropriate for this research because it does not help the

researcher to explain how employment may influence health.

Grounded Theory (GT): This empirical approach focuses on discovering
theory from data obtained in social research through qualitative research
and analysis (Clarke 2003). It has been developed by the American

sociologists Glaser and Strauss (1967) in order to allow researchers to
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generate their own theory, based on reality and not on other pre-existing
theories when they are hard to come by (Glaser and Strauss 1999). In
their book, The Discovery of Grounded Theory (Glaser and Strauss 1967),
Glaser and Strauss explained systematic strategies to conduct a
qualitative research on the experience of death and dying in hospital. The
authors defined a very well-structured approach of GT to the context of
study, adopting an inductive process to discover a theory from data
(Pidgeon and Henwood 2009).

Glaser and Strauss identified 7 components of GT (Glaser and Strauss
1967; Glaser 1978; Strauss 1987; Charmaz 2006):

Simultaneous data collection and analysis;

Use of data to construct analytic codes and categories;

Make comparisons in each stage of the analysis;

Develop the theory in each step of data collection and analysis;

ok~ 0N E

Write memos to specify properties, describe categories, identify

gaps;

6. Sample chosen with the aim of constructing a theory, not
generalizable to the population;

7. Conduct the literature review after developing independent

analysis.

GT was the object of further, sometimes controversial developments.
While Glaser followed his methods for years, Strauss approached GT in a
different way, developing concepts instead of theories (Bryman 2012).
Strauss and Corbin moved to a method based on verification, more
focused on technical procedures and less on a comparative method
(Strauss and Corbin 1998). The acquired rigor of GT allowed it to be
accepted in the 1990s by quantitative researchers. Several researchers
adopted and modified GT for their work, to mix the rigour of the method
with the multiple realities and contexts (Charmaz 2006). GT was the most
appropriate design for this project as this particular topic had not been
explained previously in the literature. Several studies involved the study of
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health problems for people with learning disabilities but, at present, little is
known about the role of SEAs in promoting health of people with learning

disabilities employed in real jobs.

This approach did fit with the aims of this study, because it gives the
chance to understand awareness of health outcomes among key players
and whether, and in what ways, this is translated into decisions and
actions as SE is offered. Furthermore, | was interested in how this was
perceived by the recipients of SE and whether the process influenced the
clients’ views of their health and the impact of employment on it. There
was no direct hypothesis being tested and therefore GT offered an ideal

method for examining these issues in detail.

2.1.3.2 Grounded Theory procedure

Most of the concepts in GT are discovered from the data and from the
relations between data. This theory works using induction and requires the
researcher to follow a specific procedure. The main instrument used for
GT is the interview, but it does not exclude the use of observation,
analysis of documents or the inclusion of quantitative data. Hence,
grounded theory is the process of building a new theory from gathered
data. It may involve going back to the context of the study several times,
and the analysis of data and coding have to follow the collection in order to

exhaust or “saturate” categories (Robson 2002).

An important condition for GT is that the researcher has to start with the
coding activities immediately after the collection of data. The process of
coding begins immediately, in order to approach this method as a dialogue
between interview and coding (Robson 2002). Categories emerge, are
merged and are re-drawn until no new categories emerge and saturation
occurs. Here are a few examples of GT studies and how they have been

developed. A GT study inspired by the Glaser and Strauss approach was
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conducted on the theme of deciphering chronic pain. The researcher
compared two Pain Treatment Centres, structured similarly, but with a
different approach to pain, one focusing on treatment and techniques for
pain management, the second focusing on providing extensive, integrated
care. Patients’ consultations with the physician were observed over an 8
months period. Findings highlighted how the operational knowledge and
decision-making process influenced the doctor-patient relationship.
Indeed, medical theoretical knowledge worked like a frame, influencing the
ways in which the two centres decipher the concept of pain. Medical
knowledge was made operational in different ways, one centre considering
the patient as spectator, the other considering the patient as actor in

managing their own pain (Baszanger 1997; Strauss and Corbin 1997).

Another GT study investigated the process of recruitment of employees by
employment search companies (Konecki 1997; Strauss and Corbin 1997).
Twenty interviews with “head-hunters” were carried out and at least one
authentic story of recruitment was reported. The coding paradigm by
Strauss was adopted and the analysis led to the discovery of multifactor
conditions that are influencing the recruitment story of perspective
employees both positively and negatively. The multifactor conditions found
in this study contributed to build a theory. Multifactor conditions were work
circumstances such as hour and condition of work, organisation conditions
of employer, interactional conditions with colleagues, market conditions

and cultural conditions.

2.1.3.3 Instrument
Semi-structured interviews were carried out with:

SEA managers;

Employees with learning disabilities;
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Job-coaches supporting people with learning disabilities to get,

learn and keep jobs.

The initial interview questions were carefully generated in brainstorming
sessions within the research supervisory team. Questions had also been
inspired by the survey results and from the research questions. We also
formulated questions considering the participants’ role and hypothetical
level of understanding. Questions were kept at quite a general level, with
the aim of not giving suggestion to respondents. However, several more
focused sub-questions had been created to investigate issues in greater
depth.

An introduction was given before starting the interview:

Interview with managers and job coaches: “In this interview we
want to understand your agency’s provision in terms of health
promotion for people with learning disabilities. When answering the
questions please think of your day practice and provide practical
examples when you can. All personal details and names will not
appear in any reports. Quotes may be used, but will be anonymised
to respondents’ role only (e.g. “a manger said” or a “job coach
said”). The interview will be digital recorded and transcribed in order
to best use the information you will provide. A report will be given at
the end of the study as a feedback of our collaboration. | hope you
had time to read the information sheet. If you have any questions |
am happy to take them.”

Interview with employees with learning disabilities: “My name is
Elisa and | work for the Welsh Centre for Learning Disabilities at
Cardiff University. Your supported employment agency (name) is
helping me with my project. We are running a research study on
supported employment. We want to know if it helps make workers

healthier. We want to understand your point of view on health at
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work. The interview will be tape-recorded and then written down so
we can understand what you said. No personal information or
names will be used. A report with the results of the whole study will
be ready for you as a feedback in one year time. If you have any
questions on this study, tell me at anytime. | will answer your
questions. You can stop the interview at any time. If you want a
break, feel free to take it. Before starting the interview we will go
thought the information sheet again, if you want.

Examples of questions for managers:

“How do you deal with the health of people with learning disabilities

in your process of support?”

o If not answered within the previous question: “What do you
ask about health in your assessment/vocational profile?” or

“How do you take health into account in your mentoring?”

In your experience does having a job improve the health and well-

being of people with learning disabilities?

o If not stated in the previous question: “Do you have any

example of ill-health after employment?
Examples of questions for job coaches

Can you use any of your supported employment process stages to

promote further health?
o How?
o Could you please give an example?

o If not stated before: Have you ever modified job duties to

influence health?

Examples of questions for people with learning disabilities:
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Questions look simple, general but straightforward. A list of more specific

guestions have been planned if the individual was not talkative.
What is your job?
How many hours do you work?
What do you have to do?
Do you travel far to work?
o How do you travel?
What does being healthy means to you?
Does your job help you to be healthy?
Who do you work with?
o Do you have good friends at work?

Full interviews content is reported in Appendix .

2.1.3.4 Interview setting

In general, the researcher asked participating SEAs for a quiet room for
the interview. The setting was laid out before the interview, when possible,

preparing the setting as in Figure 2.4.
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Recorder

Figure 2.4: Preferred setting for the interviews

This room lay out allowed placing the participant and the researcher at the
same hierarchical level. The desk did not represent a barrier, but only a
support for the digital recorder. Other individuals (job coach, parent, carer)
attending the interview where placed in the background (labelled as
“support” in the picture), but not far from the participant, allowing them to
act as a supporter or facilitator for the person, but not be in the position to

respond on the participant’s behalf.

However, sometimes it was not possible to organise the setting before the
interview. The majority of the interviews with managers, and sometimes

with job coaches, were held in a setting showed in Figure 2.5.
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Recorder

Figure 2.5: Usual setting for interviews with managers

When a meeting room was used, and there was no desk available or it
was set on one side of the room, the setting was organised as showed in
Figure 2.6. This setting arrangement was the best option for the
participant. Any third person present in the room supporting the participant
was always in the background.

Recorder

Figure 2.6: Third setting for interviews
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2.1.3.5 Diary

| kept a diary to write my comments and my feelings on each interview
immediately after it had been completed. The diary included information
on my first impression of the agency, how the setting was organised and
what the atmosphere was like. | wrote information about how | contacted
the agency and any individual person | was meeting.

| then described my own interaction with the participant during the
interview; in particular how | introduced the study and made the participant
aware of what was the study about. | described the participant’s behaviour
as well as my own behaviour, in order to reflect on my work and to learn
how to improve my interviews skills in this context. | also described how
interview ended and what information | left with the participant at the end

of the interview.

The diary was a fundamental reflective instrument for the interviews
because it helped to give me a sense of the interview experience
immediately after the interview. It represented an asset to help remember
the interview and to help write memos on the experience during the GT

analysis process.

2.1.3.6 Analysis

Interviews were recorded and transcribed following GT procedure, where
the analysis of data follows the interview and directs future interviews.
Analysis was supported by Atlas.ti, a qualitative analysis software. | had
the chance to attend an intensive course on the use of Atlas.ti software (Di
Gregorio 2004) in preparation for analysis. Names used in the analysis are

not participants real names but pseudonymous.
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2.1.3.7 Writing memos

A memo is a written record and a product of the analysis. Memos are not
descriptive, but analytical and conceptual (Strauss and Corbin 1998).

Memos have several purposes:
highlight emerging concept;
highlight a gap in the research process;
highlight data connections;
highlight differences between participants on the same topic.

In all cases memos must be titled, dated and refer to a part of data.
Memos are fundamental in GT as they represent a pivotal intermediate
step between data collection and writing draft of papers (Charmaz 2006,
p.72).

2.1.3.8 Coding procedures

GT is generated for the study of a context and it involves four different

coding modes:

1. Initial coding: this is used to create conceptual categories. Data
are broken into discrete parts, closely examined and compared.
Questions are asked about the peculiarities of the study object
(Strauss and Corbin 1998; LaRossa 2005). Gerund! is used for this
type of coding because it helps to detect processes (Glaser 1978).
A peculiarity of GT is that data are grounded in the reality, it is not
possible to apply pre-existent categories (Robson 2002). Initial
coding may be structured word to word, line to line or incident to

incident (Charmaz 2006). | decided to code incident to incident,

1 Gerund is a form of a verb used as a noun also called the —ing form of a verb. An
example: Infinitive form: to go > Gerund form: Going.
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because it was the best option for comparing participants’
experiences.

2. Focused coding: this is the use of the most significant or frequent
codes to synthesize data.

3. Axial coding: this means that different categories are linked
together. The format taken belongs to that particular research and it
does not respect other pre-determined formats (Robson 2002). This
particular type of coding involves the analysis of causes, contexts,
consequences and conditions of the phenomenon under
investigation. In conclusion this type of coding is about looking at
phenomenon and explaining relationships between codes (LaRossa
2005).

4. Theoretical coding: abstract and sophisticated coding are
introduced, specifying relationships between categories from the
axial coding (Charmaz 2006). Theoretical coding is the most
abstract level of coding, and it is based on the network emerging
from the axial coding. When a Grounded theorist get to this level of
coding, the theoretical framework can be draw and compared with

the existing literature.

Data were coded using open coding procedures, where data were broken
into discrete parts, closely examined and compared. Axial coding linked
different categories together, while selective coding focused on the object
of study in order to explain the overall picture.

This study sets out to generate knowledge on people’s perceptions of the
experience of promoting health delivered by the SE channel. Qualitative

methods of research have the potential to answer the research questions.
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2.2 Sampling strategies

The sample selected for a research needs to be representative of the
population of interest. In this particular study, sampling strategies adopted

are different considering different phases of the study.
2.2.1 Phase 1: selecting a sample for the quantitative survey

One aim of the research was to discover if SEAs play a role in maintaining
or promoting the health of people with learning disabilities. The survey was
directly addressed to managers of supporting employment agencies that
have been invited to fill in the survey. The researchers’ aim was to reach
all the UK agencies and services for SE in the UK and therefore they were

reached by seeking the collaboration of Associations and Unions for SE.

2.2.2 Phase 2: selecting agencies of interest for the qualitative

interviews

A purposive sample of SEAs was selected, based on the results from the
phase one survey. Both agencies actively looking at health issues and
agencies apparently not involved in health issues were included. Criteria

for agencies selection were based on:

Criteria 1: SEAs answers to the web survey guestions

Awareness of the health impact of employment;

What health issues are raised at Assessment/VVocational Profile
stage of the SEA process;

Advice and interventions on health in work that the SEA provides;

Use of partnerships to tackle health issues;
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Reported outcomes for health from the SE process used by the
SEA.

Criteria 2: location of SEAsS

A geographical criterion was applied and agencies from South Wales and
South West England were contacted first with the objective of maximising
resources both in terms of time and travel costs and to have the chance to

travel back to the SEA if necessary.

The GT method did not impose a number of people to interview in the
sample as it depended on information and the saturation of themes (Guest
et al. 2006).

Managers of SEAs were contacted by post and by email; contacts details
were asked while completing the web survey. A phone call followed the
initial contact. If the manager agreed to the collaboration further
information about the study was sent to the SEA for every participant. Job
coaches were invited to take part in the study by their managers. The
same procedure was used, starting with giving the briefing document on
the research and seeking consent. Employees with learning disabilities
were contacted by managers or job coaches. To be interviewed, the
employee had to have the following characteristics:

- Mild learning disabilities and having the ability to take part in
interviews.

- Supported by a job coach

- Trained in the workplace

- Employed at least for 1 year

The target group was people with learning disabilities who were in paid
employment. The entry criteria for employment was generally that the
people concerned required low levels of support and assessments used

were such that only the most cognitively able people from this group
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became eligible to enter employment. People must be able to understand
and retain relatively complex instructions on manufacturing, retail and
other work processes, and be able to give feedback on their work to
supervisors. While this selectivity was itself a critique of current
employment delivery, it did in practice mean that the people with learning
disabilities working there were able to understand the notion of a basic
interview, what will be done with the results of it, and to give informed

consent.

Managers and job coaches selected the sample on my behalf therefore
there may be an issue of them “cherry picking” participants. Nevertheless,
employment for people with learning disabilities is a selective context itself
because, at present, only the most able individuals are in employment,
and most of the time people with moderate and severe learning disabilities

are left out from employment.

2.3 Ethics issues

The researcher was committed to ensuring that the dignity, rights, safety
and wellbeing of participants were the priority. Ethical implications were
reviewed at regular stages in consultation with supervisors throughout the
project. Ethical approval was gained for the quantitative and qualitative
parts of the study from Cardiff University’s School of Medicine Research
Ethics Committee without major amendments. The letters containing the
approval for this study are presented in Appendix D. The School of
Medicine Research Ethics Committee asked for prompt communicating of

any negative reactions to the question asked during the interviews.

Information sheets explaining the characteristics of the research were
produced for every group of participants in this study. Consent was
received though a consent form approved by the School of Medicine REC
(Appendix H).
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Consent forms were given to participants, together with the information
sheet, a number of days before the interview to allow people to decide
whether they wanted to take part in the study. In those cases | gave time
for the participant to go through the information sheet and to ask
questions. | sometimes helped people with learning disabilities in reading
the information sheet, as explained in Chapter 4. Contact details for the
researcher were written on information sheets and on consent forms to

allow people to ask more information on the study at any time.

All participants had the opportunity to refuse to take part in the research,
and they knew they were entitled to refuse to answer any particular
question. Every effort was made to facilitate the participation of each
member of the identified participant group. Potential participants were
advised to contact the researcher for assistance. The researcher provided
the participants with a guarantee of anonymity and retained confidentiality,
by storing information gathered during the interview safely and securely.
Research participants were offered a report with a summary of the
research findings at the end of the study. The report for people with
learning disabilities will be designed to be understandable and accessible
and distribute to the clients by the SEA.
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3 Survey results

In this chapter the results of the web survey of SEAs are presented. The

aims of the survey are, as in the first chapter, to:

1. Discover if SEA played a role in maintaining or promoting people’s
health;

2. Describe strategies to support health and/or prevent health risk

behaviour;

3. Understand if employers have health promotion activities for their
clients and what role job coaches may have in this respect.

The chapter starts with a description of Supported Employment Agencies
(SEASs) characteristics, what they provide and the SEAs patrticipation in the
study by countries. This is followed by a description of health assessments
opera