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ABSTRACT

Volunteering is associated with a range of health and employability benefits.
However, there is limited evidence of the collective experience of volunteering for
people recovering from mental illness. This thesis presents a participatory action
research project in collaboration with a group of ten working age adults comprising
four men and six women of white British ethnicity, predominantly Scottish and all
living in the same Scottish city. All had lived experience of mental illness; many had
significant experience of volunteering and all were actively engaged at the time of
the research in unpaid volunteering in the community through personal choice as
part of their recovery journey. The aim of the project was to hear about the benefits
and challenges of volunteering including the positives and negatives of socio-
political and welfare systems that support people with lived experience of mental
illness to volunteer, with a view to producing something through action that would be
of benefit to the group and/or the wider community.

Participants took part in a preliminary interview and attended a series of five
participatory action research groups. Thematic data analysis of the interviews was
carried out by the researcher. Data generation and analysis of the PAR groups was
combined and followed Freire’s (1970, p. 80; p. 104) process of “problem posing”
and “conscientization” or critical consciousness raising where participants by asking
critical questions about their situation recognised the potential for transformation.
Data analysis of the PAR groups was collaborative, iterative, cumulative and co-
constructed with themes revisited and revised by participants. Findings revealed
factors that supported and hindered a positive volunteering experience including
challenges from the socio-political impact of welfare reform. Participants produced a
briefing paper to inform newly devolved powers supporting the Social Security
(Scotland) Bill to support change at policy level and resolve the problem of
mandatory volunteering in Scotland.

This project has generated a new understanding of the experience of volunteering
for people with lived experience of mental illness proposing an original theory of five
conditions for successful volunteering that are necessary to support recovery
namely: readiness and support to volunteer; synergy between volunteer and
experience to ensure volunteering is meaningful; flexibility to stay well; opportunity
to meet needs for identity and connectedness; and opportunity for influence and
activism. Findings have also highlighted the negative effects of neoliberal welfare
policies on the experience of volunteering for out-of-work disabled welfare
recipients; demonstrated how PAR contributes to positive socio-political change with
findings supporting Scottish Government policy development; and exposed how at a
practice level the hegemony of paid work dominating occupational therapy
vocational services limits an understanding of volunteering to one viewed solely
through a work lens, with limited critique.

Keywords: volunteering, welfare reform, neoliberalism, participatory action

research, lived experience, mental iliness, recovery, occupation, occupational
therapy, vocational rehabilitation
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CHAPTER 1: INTRODUCTION

..... volunteering? It's been very good for me, I'm telling you. It's been a

lifesaver. (Doug, interview)
As an occupational therapist working for many years in acute and rehabilitation
mental health services in Scotland, | have witnessed the therapeutic potential of
volunteering as a meaningful occupation for people with lived experience of mental
illness in supporting their recovery journey. Occupational therapy is based on the
premise that engaging in meaningful occupation through personal choice promotes
wellbeing and supports recovery (Reilly 1962; Wilcock 1998b; 1999; 2007; Reed et
al. 2010; WFOT 2010; Wilcock and Hocking 2015; Hammell 2017). Indeed,
occupational therapy research evidence suggests that meaningful occupation
including volunteering provides purpose and daily structure; offers possibilities for
developing social connections and a sense of belonging; and fosters roles that
reaffirm identity (Rebeiro and Allen 1998; Farrell and Bryant 2009a; 2009b; Aldrich
et al. 2014; Fegan and Cook 2014). Although this explanation is helpful in
understanding the therapeutic potential of volunteering, it could be argued that
volunteering in and of itself and more specifically the type of volunteering
experience selected by people with lived experience of mental illness, may offer
additional benefits through altruistic acts of helping others, which has been less

explored.

In the 1980’s, while working in a local mental health hospital, | became a founding
member of a multi-agency group supporting voluntary work as therapy, working
alongside mental health pioneers from the voluntary sector to support the transition
of people from hospital into the community through volunteering in what was at that
time viewed as an original and innovative project. No empirical evaluation of this
work was ever undertaken despite anecdotal evidence suggesting that it was highly
valued by all who participated and was a useful first step in tackling the stigma and
social exclusion of people with lived experience of mental illness at a local
community level and more significantly, enabled people to transition from their role
as patients to become providers of services. In 2012, a serendipitous conversation
with a former colleague now employed by Volunteer Edinburgh, one of the third
sector organisations at the forefront of the original project still supporting people with
lived experience of mental illness into volunteering, led to us reflecting that despite

the substantial service developments that have taken place over the last thirty



years, there remains a distinct lack of research in this area. The seeds were sown

for this project.

This thesis tells the story of this project based on participatory action research with
people with lived experience of mental illness who are volunteering in the
community through personal choice to support their journey of recovery. In this
chapter | introduce the context, rationale and aims of the study and provide an

overview of how this thesis is organised.

1.1. The context and rationale for this study
..... volunteering brings enormous benefits and enjoyment, not only to
beneficiaries, but to communities, and to volunteers themselves...
volunteering increases social and civil participation, empowers communities,
and reduces loneliness and isolation. (Scottish Government 2019b, p.6)
Arguably, volunteering is a powerful, societal commodity. In the UK it is rooted in a
history of philanthropy, providing charity for those less fortunate through a non-profit
paradigm; and mutual aid, identifying common concerns and working collaboratively
to bring about change through a civil society paradigm embracing self-help and
activism (Baines and Hardill 2008; Ellis Paine et al. 2010). There are more than 140
million people volunteering across the world representing the equivalent of 20.8
million full time jobs, all making a significant contribution to the global economy, who
if they congregated as one population, would form the ninth largest country in the
world (Johns Hopkins centre for civil society studies, in Wu 2011, p. 5). In Scotland,
volunteering contributes over two billion pounds to the economy (Cross Party Group
on Volunteering 2016; Scottish Government 2019b). However, there is significant
variation in participation rates across the UK, with differences in definitions of
volunteering including what constitutes formal and informal volunteering and
differing research methodologies, making comparisons unreliable (Harper 2015;

Volunteer Scotland 2017). For example, formal volunteering is defined as:

.....the giving of time and energy through a third party, which can bring
measurable benefits to the volunteer, individual beneficiaries, groups,
communities, the environment and society at large. It is a choice
undertaken of one’s own free will and is not motivated primarily for financial
gain or for a wage or salary. (Scottish Executive 2004, p.6)

By “third party” this definition clarifies this is formal volunteering, undertaken with a

charity or public body, which is outwith the individual’s family and is not informal



good neighbourliness. Although there is general agreement that volunteering is
given of free will, without pay, for the benefit of others, debate remains as to what
counts as volunteering with informal volunteering outwith a charitable organisation,
often carried out in low income and marginalised communities, going “under the
radar” and frequently excluded from volunteering evaluations in Scotland suggesting
a limitation not only in definition but also in comparing research data UK wide (Ellis
Paine et al. 2010; Woolvin and Harper 2015; Benenson and Stagg 2016, p.133;
Volunteer Canada 2017). Informal volunteering is defined as giving individual help to
people who are not relatives such as being a member of a local grassroots
community group or resident association; and informal mutual aid such as looking
after children or participating in a community clean up (Harper 2015; Scottish

Government 2019a).

In Edinburgh 35% of the adult population formally volunteer (Volunteer Edinburgh
2017) which is higher than the national average of 28% in Scotland, and lower than
the 41% of adults in England (Volunteer Scotland 2017; Scottish Government
2019b). Although the Scottish figure has declined from 31% in 2010, it rises to 48%
when informal volunteering is included (Maltman et al. 2019). According to the
Scottish Government (2019a) levels of formal volunteering increase as the area
deprivation decreases. Edinburgh’s formal volunteering figure is therefore likely
attributed to Edinburgh being an affluent city with average household incomes
estimated at above the Scottish average and the city having high employment rates
and high average wages in comparison to the rest of Scotland (Edinburgh Poverty
Commission 2018). However, alongside this apparent affluence sits a degree of
poverty with 16% of the city’s population recognised as living in relative poverty with
the relative income poverty line defined as 60% of the median UK household
income once housing costs are removed; whilst an estimated 22% of all children in

Edinburgh live in poverty (Edinburgh Poverty Commission 2018).

Perhaps unsurprisingly, an analysis of the results from the Scottish Household
Survey 2007-2017 (Maltman et al. 2019) suggests that within the formal volunteer
population there appears to be a distinct lack of diversity, with people with higher
levels of socio-economic status and education more likely to volunteer, forming a
“civic core” who tend to be women, of white ethnicity, aged between 35-44 years, in

higher paid employment, living rurally, healthy and non-disabled, and with a



Christian affiliation (NCVO 2017, p. 25; Maltman et al. 2019; Scottish Government
2019a; 2019b). This civic core account for 19% of volunteers providing 65% of
volunteering hours (Scottish Government 2019b). Participation rates are lowest for
those with a long-term health condition (13%) and for those who are unemployed
(Maltman et al. 2019; Scottish Government 2019b). Indeed, despite evidence
suggesting that the health and wellbeing benefits from volunteering are stronger for
those most excluded in society who face the greatest level of disadvantage (Linning
and Jackson 2018), people who could most benefit from volunteering are least likely
to participate due to such factors as inequity of access opportunities; fear of social
exclusion; negative perceptions of volunteering due to a lack of identification with
other volunteers; and distrust of neighbours (Lim and Lawrence 2015; Scottish
Volunteering Forum 2015; James et al. 2017). This project is therefore well placed
to shed light on the experience of volunteering for people beyond the civic core,
exploring the benefits and challenges of volunteering with lived experience of mental

illness.

Furthermore, definitions of volunteering become problematic when considering the
giving of free will, without pay, and for the benefit of others criteria, with for example,
a range of incentives, payments and rewards being offered to volunteers and a
degree of coercion into volunteering taking place through legal, social and
institutional obligations (Ellis Paine et al. 2010). For example, there has been an
increasing requirement for people including young people and recent immigrants to
demonstrate their suitability for employment through voluntary work experience,
which has resulted in the use of the term “coerced volunteerism” (Schugurensky
2013, p.2) to illustrate the growing trend for unpaid internships in the for-profit
sector. Additionally, volunteering has traditionally been viewed as a helpful stepping-
stone to paid employment for disabled people, building skills for employability.
Indeed, there is a strong association between volunteering and paid work in
vocational rehabilitation services where positive employment outcomes for disabled
people are viewed as a measurement of success and a means of meeting
government targets through supported employment programmes. However, viewing
volunteering solely through a vocational lens is potentially problematic and leads to
a perception that volunteering is “second best” to paid work and that out-of-work

disabled people who are volunteering are either incapable of paid work or potentially



capable but deliberately avoiding work and therefore cheating the system in some

way. Further, it views volunteering as a means to an end rather than an end in itself.

This view is reinforced by neo-liberal politics underpinning welfare reform in the UK,
which has had and continues to have, a significant impact on the lives of disabled
people (Equality and Human Rights Commission 2017). Welfare reform is based on
the government’s view that out-of-work claimants including disabled people are
becoming too dependent on benefits rather than obtaining paid employment; and
that this promotes a culture of dependency and irresponsibility, in marked contrast
to responsible citizens who are in work; thus, defining from the outset the difference
between the “deserving” and the “undeserving” (Patrick 2017, p.2). Indeed, the
changing narrative of disabled benefit claimants as scroungers, reported in the
popular media, has also attracted a range of media criticism and academic research
interest, arguably in light of the threat of furthering the oppression already
experienced by disabled people (Briant et al. 2013; Baumberg 2016; Gedalof 2018).
Welfare reform reinforces a neo-liberal rhetoric of individual responsibility
positioning paid work as central to defining the “dutiful citizen” in a contractual form
of citizenship where people are expected to work for their benefit payments or face
financial sanctions (Patrick 2017; Gedalof 2018). This contractual relationship is not
only to the state but also to the taxpayer thus adding further risk of marginalisation
through negative public attitudes (Patrick 2017). Many disabled claimants receiving
welfare benefits have been required by workfare programmes to undertake
mandatory unpaid community work within charities or voluntary organisations in
order to receive Job Seekers Allowance (or Universal Credit) or risk significant
financial sanctions including loss of benefits. In carrying out what has become
viewed by disabled people as “oxymoronic mandatory volunteering”, claimants have
been offered no choice in their volunteering placement and may have been forced to
give up a meaningful volunteering role for one deemed by the UK Government’s
Help to Work programme as more appropriate to gaining employment, despite no
evidence to support this (Keep Volunteering Voluntary, 2014). This contradicts the
definition of volunteering as an “...activity undertaken freely that involves spending
time, unpaid, doing something that aims to benefit the environment or individual or
groups” (Department of Health 2011, p.9-10). Indeed, disabled people could be
viewed as being punished through welfare benefit sanctions for not being in paid

employment. Furthermore, Improving Lives: the future of work, health and disability



(DWP 2017b) document outlines the UK Government’s aim to increase the number
of disabled people, including those with lived experience of mental iliness, into paid
employment thus reinforcing a preoccupation with paid work for all.

Arguably, this focus on work reinforces an able-ist agenda where everyone is
viewed as capable of employment given the right support. Although the attraction of
support into paid work for some disabled people cannot be disputed, experience
suggests that many disabled people face further exclusion, marginalisation and
poverty (Newman 2011; Grover 2017). Furthermore, “paid work” is viewed as
“‘unproblematic” and endowed with “transformative properties” as the only way to
beat poverty (Patrick 2017, p.28) despite the reality that paid work is often poorly
paid, precarious and potentially demeaning, often exemplified by zero-hour
contracts where workers have no control, or access to annual leave or sick pay
(Standing 2011; Bloodworth 2018; Gedalof 2018). Indeed, whilst being out-of-work
significantly increases the risk of poverty, being in employment does not guarantee
a way out of poverty (Newman 2011). Employment figures suggest that the gap
between disabled people and non-disabled people in employment is widening
(Equality and Human Rights Commission 2017). Furthermore, according to Low et
al. (2015) only 10% of those with lived experience of mental illness are in paid
employment and disabled people are more likely to be in low paid, part-time work,

with a third of families with a disabled person living in poverty.

The controversies and complexities surrounding volunteering including the impact of
UK welfare reform on the experience of people living with mental illness and
volunteering through personal choice warrant further investigation. More specifically,
any understanding of the impact, opportunities and challenges from a Scottish

perspective is lacking in the literature. This project offers a means to address these

gaps.

In terms of volunteering outcomes, evidence suggests that volunteering matters to
communities, who thrive through the engagement of active volunteers, whose
willingness to contribute and influence is key to developing community spirit and
social capital and is essential to the delivery of good services (Scottish Volunteering
Forum 2015). Volunteering also matters to individuals. Volunteering is recognised
as playing an important role in supporting positive mental health and wellbeing

(Tabassum et al. 2016; Scottish Government 2019b). It enhances a sense of



belonging and offers an opportunity to contribute (Ellis Paine et al. 2010; Paylor
2011; Wu 2011; Harper 2015; Scottish Government 2019b). Historically, this was an
opportunity denied to people with lived experience of mental illness who were
perceived as the recipients of help rather than people who could be contributors or
influencers. There is now growing recognition that people with lived experience of
mental iliness can be providers as well as recipients of support in health and social
care settings through peer support services, user-led self-help groups, activism,
advocacy, mentoring, befriending, and time-banking schemes (Mental Health
Strategy 2011; Mental Health Foundation 2013; Rethink Mental lliness 2018). Social
prescribing of volunteering is recognised as a powerful means to reconnect people
living with mental illness to their communities (Volunteer Scotland 2015). Indeed,
volunteering could be considered as a “population intervention” with the potential to
increase health and wellbeing, address social exclusion and public health
inequalities and support marginalised groups out of poverty, such as people with
long term mental iliness, through skills development, confidence building, social
connection and integration (James et al. 2017, p.4). However, there is general
consensus that further research is required to more fully understand the benefits
and challenges from the perspective of people with lived experience of mental
iliness.

Negative effects of volunteering are rarely considered yet cross-national differences
in regular volunteering indicate a detrimental effect on mental health, lower than for
non-volunteers, in countries with less generous employment benefits, highlighting
the impact of poverty, loss of control in cultures that value paid work over
volunteering and the importance of financial support in sustaining mental health and
wellbeing (Kamerade and Bennett 2015; 2017a; 2017b). Furthermore, whilst there is
a range of research evidence on the health benefits of volunteering and the
motivation to volunteer (Schugurensky 2013), there is less emphasis on the
experience of volunteering itself (Wilson 2012) with limited published evidence of
the experience of volunteering, including the benefits of volunteering for improving
social inclusion for people with lived experience of mental illness who volunteer as
part of their journey of recovery (Farrell and Bryant 2009a; Jenkinson et al. 2013).
Further, volunteer organisations are recognised as reflecting experiences of stigma
and social exclusion as prevalent in wider society (Farrell and Bryant 2009b, Mental
Health Foundation 2013). There is therefore a need to investigate the complexity

surrounding volunteering to promote mental health and wellbeing, social inclusion



and social justice from a range of perspectives. This project has the potential to

address these gaps.

The concepts of mental illness, mental health and recovery also require some
scrutiny. In western society, mental illness is used to refer to a range of diagnostic
classifications associated with a medical model where individuals fit the criteria for
DSM/ICD mental disorders (Friedli 2009). It is generally recognised that one in four
people will experience a mental health problem in their lifetime, with 19% of adults in
Scotland in 2018 reporting having a potential mental health problem (Scottish Public
Health Observatory 2019). In contrast, good mental health and wellbeing is
associated with positive outcomes for individual and communities including better
physical health; improved social relationships; greater productivity; resilience in
coping with illness and adversity; and a better quality of life associated with human
flourishing (Friedli 2009). Interestingly, although wellbeing is often considered on a
continuum from positive mental health to mental disorder, Friedli (2009) posits that
mental illness and mental health are independent of each other with the presence of
one not necessarily related to the absence of the other, therefore making it possible
to live with a mental illness whilst also experiencing a degree of positive wellbeing.
Furthermore, whilst the classification of mental disorders continues to emphasise
individual deficits and pathology (Bracken et al. 2012; Harper and Speed 2012;
Kinderman et al. 2013; Timimi 2013; Wright 2014) it fails to acknowledge that
people will also experience social exclusion, barriers to employment and housing
and feel devalued and stigmatised by mental health identities and diagnostic labels
which further impacts on their mental health (Harper and Speed 2012). Indeed,
evidence confirming the relationship between inequalities and poorer health and
other outcomes calls for consideration of mental illness and psychosocial stress less
as individual pathology and more in relation to social injustice and deprivation where
individual psychological resources are embedded within social structures (Friedli
2009). Unsurprisingly, this has coincided with a rise in user/survivor and recovery
movements’ critique of psychiatric services to expose the abuse and dominance of
biological approaches to psychiatry that over-rely on diagnostic labelling,
medication, involuntary detention and restraint and ignore evidence of wider psycho-
social and socio-political causes (Chamberlin 1978; Lewis 2013). Indeed, debate
continues between individual versus societal origins of mental illness with the critical

psychiatry and survivor movements campaigning for a radical rethink of what forms



of knowledge are privileged, how mental health is conceptualised and how services
are delivered (Bracken et al. 2012; Kinderman et al 2013; Timimi 2013; Wright 2014;
Russo and Beresford 2015).

Although recovery is recognised as deeply personal, there has been a lack of
conceptual clarity of the nature of recovery (Harper and Speed 2012). For example,
in emphasising self-management of the mental iliness experience as a personal tool
for change, the onus of responsibility for managing the impact on wellbeing from
conditions such as poor housing, unemployment, poverty and other social
determinants of mental health problems is transferred to the individual rather than
society (Harper and Speed 2012). Indeed, critics argue that empowering disabled
people through self-management and self-determinism risks individualising social
problems and prevents them from being explored politically and collectively (Onken
et al. 2007; Harper and Speed 2012). Adopting an emancipatory approach, survivor
movements advocate for alternative possibilities for recovery including peer support
and full participation in decision-making and organisational governance as
‘consumer/survivors” (Lewis 2013, p.121; Timimi 2013). Recovery from mental
illness is complex and involves both personal and collective challenges. Arguably,
this project has the potential to bring to light some of these challenges by exploring
the benefits and challenges of volunteering for people with lived experience of

mental illness during their recovery journey.

Finally, in supporting the voice of disabled activists resisting disability
powerlessness and oppression, beautifully captured by the phrase “nothing about us
without us” (Charlton 1998, p.3), there is a drive within policy and practice to engage
service users in co-producing, co-designing and co-creating future health and social
care services. Co-production advocates equal reciprocal partnerships between
service deliverers and service participants (Boyle and Harris 2009) and contrasts
with approaches that treat people as passive recipients of services designed and
delivered by someone else (Needham and Carr 2009). This requires an element of
control from the service deliverer to be relinquished (Carey and Burke 2013). Within
critical social research there is growing recognition that traditional research
methodologies can remove information from their contexts involving participants as
“subjects” and “respondents” rather than active participants in the research process
(Baum et al. 2006). Personal recovery narratives become “disability tourism” rather

than tools for socio-political change (Costa et al. 2012, p. 85). In rejecting research



methodologies that privilege the researcher position over that of the participants,
this study adopted a participatory action research (PAR) approach. Interestingly, no
PAR study was identified that explores volunteering in Scotland from the

perspective of people with lived experience of mental illness.

1.2. Research Aims

This project set out to explore the experience of volunteering in collaboration with a
group of adults with lived experience of mental illness, who were engaged in unpaid
voluntary work in the community through personal choice as part of their journey of
recovery. Preliminary questions were phrased to give scope to the participants to

shape the focus of the study, namely:

1. What are the strengths and weaknesses of socio-political and welfare

systems that support volunteering from the perspective of the volunteers?

2. What changes might people with lived experience of mental illness be

empowered to make through the participatory action research process?

These questions led to the formulation of the primary aim for this doctoral research
as follows:
To hear about the benefits and challenges of volunteering, as well as to
explore the positives and negatives of socio-political and welfare systems
that support people with lived experience of mental iliness to volunteer, with
a view to producing something through “action” that would be of benefit to

the group and/or the wider community.

In considering research objectives, | recognised that these could change as a result

of the participatory action research process. Initial objectives were:

1. To explore the experience of engaging in voluntary work for people with lived

experience of mental iliness.

2. To explore the benefits and challenges from the volunteer perspective.
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3. To explore the benefits and challenges from the volunteer involving
organisation (VIO) perspective.

4. To engage and empower participants through the participatory action
research process to collaboratively identify strengths and weaknesses of
socio-political and welfare systems that support volunteering and explore the

potential for change based on the experience of volunteering.

5. To generate knowledge through a process of reflection and action by
formulating an action plan to consider how best to address, present and
disseminate the data gathered for example, through the production of
something of benefit to the group and/or wider community. The “product”
could be a written guide or arts-based film, exhibition etc. for volunteer
organisations; prospective volunteers with lived experience of mental iliness;
local government; health and social care professionals; community
organisations; friends, families and carers. Findings would also be published

in a journal and/or presented at a conference.

6. To reflect on how change had been brought about at an individual, group
and wider community level through generating the “product” and by
participating in the research project. This could result in further action where
action plans are generated in a continuing cycle, which could be sustained

independently by the group if they so choose.

It was anticipated that change would occur through engagement in the project with
benefits for participants in voicing their experiences with others, feeling understood
and not alone, recognising their expert status and having the opportunity to gain
insight into the challenges and benefits of volunteering with a lived experience of
mental illness from the perspective of others. Through the participatory action
research process participants would have the opportunity to positively influence their
own experience of volunteering and the lives of current and future volunteers
through creating a resource or product to be shared with the wider community. It
was also anticipated that there was potential to develop a peer support network that
could be self-sustaining if participants were interested. Additional positive outcomes

were anticipated through generation of knowledge that could be shared with a wider
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audience including the voluntary sector and the professional and academic

community.

1.3. Thesis structure

Following this introductory chapter, | review selected literature relating to
volunteering and mental illness in Chapter 2. There are four sections to the literature
review. Firstly, | explore theoretical underpinning from an occupational therapy
perspective specifically the link between meaningful occupation and wellbeing
before considering empirical work on volunteering and mental health highlighting
problems of definition, tensions and challenges, and the place of altruism. | then
explore the importance of the context of welfare reform on the experience of people
with mental illness as out-of-work benefits claimants highlighting challenges and

perceptions of deservingness; before finally examining mental illness and recovery.

Chapter 3 outlines the methodology and research strategy and provides a rationale

for participatory action research (PAR) within a critical emancipatory paradigm.

Chapter 4 explores the research process, choice of methods and how the
participatory process shaped the original research intention. It includes a description

of participant recruitment, the collaborative partner and ethical considerations.

Chapter 5 presents the data analysis process ensuring transparency.

Chapter 6 provides an introduction to the findings with chapters 7, 8 and 9
presenting findings according to three overarching themes from the data analysis
process. Chapter 7 is concerned with “Selfish Altruism: Journeys of Recovery
Through Volunteering”; Chapter 8 with “The Darker Side of Volunteering”; and
Chapter 9 with “Reflection and Action: Keeping Volunteering Voluntary”.

Chapter 10 offers a discussion of the key findings from the previous three chapters

including reflections on the experience of PAR and the research process.
Chapter 11 concludes this thesis, summarising the research intention and key

themes and outcomes from the findings to make recommendations and highlight the

potential of this study to contribute to theory, policy, practice and future research.
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CHAPTER 2: LITERATURE REVIEW

2.1. Introduction to Literature Review

A literature review is a creative process that involves joining discipline specific
conversations to critically analyse and reveal what is already known about a topic,
identifying controversies, flaws and gaps to comment and advance the dialogue
(Silverman 2000, p.295; Bloomberg and Volpe 2018). This requires decisions about
the type, scope and extent of the review; whether it should be written before or after
the other chapters; and how literature is selected (Aveyard et al. 2016; Hart 2018).
The review requires transparency in reporting key elements including questions to
be explored; search strategy with key terms, inclusion and exclusion criteria to
screen the literature; acknowledgement of sources of evidence; and critique,
analysis and synthesis of findings in relation to the research question and the quality
of evidence to draw conclusions (Aveyard et al. 2016; Garrard 2017; Hart 2018).
Choice of different types of review and approaches are available. A categorical
review categorises the literature according to a set of topics or concerns, whilst a
generative review draws on the available literature to generate a case and argument
for the proposed research project that will extend the literature (Hart 2018). These

are not mutually exclusive (Hart 2018) and this review will attempt to do both.

Given that a key aim of the study was to hear about the benefits and challenges of
volunteering, as well as the socio-political and welfare systems that support people
with lived experience of mental illness to volunteer this was a good starting point in
considering the scope of the literature review and highlighted questions to be

explored in the literature, for example:

1. What is the evidence for the benefits and challenges of volunteering for
people with lived experience of mental iliness?

2. What is the evidence of the experience of people living with mental iliness
and volunteering in the current socio-economic climate in the UK?

3. s occupational therapy literature useful in conceptualising volunteering for
people with lived experience of mental illness?

4. To what extent does the proposed study fill a gap and extend the literature?
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These questions signalled an approach encompassing research evidence from a
range of disciplines including occupational therapy. Specific details of the search
strategy are provided in Appendix 1 including a map of the literature review themes

(Figure 1), search terms, and decisions on inclusion and exclusion criteria.

2.1.1. Literature Review Themes
Four themes generated areas for conversation from the search strategy and serve

to structure this review:

1. Meaningful Occupation and Mental Health:
This first, takes an occupational therapy and occupational science discipline specific
perspective to frame my study within a discipline specific backdrop. It explores
seminal theory underpinning meaningful occupation and how this supports the lives

of people with lived experience of mental iliness.

2. Volunteering and Mental lliness:
This theme investigates the conversations beyond occupational therapy advocating
and evaluating volunteering in supporting mental health and wellbeing. It reveals the
scope of volunteering, evidence of outcomes and the place of altruism and

motivation to volunteer and positions the study in a wider context.

3. “Work always pays”: Welfare Reform and Perceptions of Deservingness:
This theme became necessary given the dominance of welfare reform issues
emerging in my findings and was added following data analysis. It considers political
conversations surrounding welfare reform in the UK and exposes the position of
disabled out-of-work claimants including people with lived experience of mental
illness currently volunteering. These conversations are important in framing my

study within the current socio-political context in Scotland and the UK.

4. Mental lliness and Recovery:
This final theme explores influences on the conceptualisation of mental illness,
highlighting debates surrounding recovery, which are implicit in my study and

warrant investigation.
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2.1.2. Terminology

Before discussing each theme, key terms require clarification.

The term “disabled people” will be used in line with the social model of disability that
argues that it is society that disables people who have impairments (any functional
or physical limitation) regardless of whether these are physical or psychological
(Shakespeare 2013). This includes people living with mental illness unless
otherwise stated. The social model attends to the collective experience of
disablement in summoning a call to action to “identify and remove the barriers which
have excluded people with impairments from participation as equals in everyday life”
(Cameron 2105, p. 109). This aligns well with my PAR study looking at the benefits
and challenges of volunteering for people with lived experience of mental illness.
However, the social model has flaws in its argument that disadvantage has nothing
to do with individual impairment (Shakespeare and Watson 2010). This study
therefore aligns with Shakespeare and Watson’s (2002; 2010) and Shakespeare’s
(2012; 2013) revisioning of the UK’s strong position on the social model of disability
to embrace an embodied ontology that acknowledges the complexity of disabled
people’s lives and understands “disability as the dynamic interrelationship of an
individual with a health condition and the environment in which they find
themselves” agreeing that disability “cannot be reduced simply to barriers and
oppression” (Shakespeare 2012, pp. 129-130). Furthermore, this study also aligns
with the affirmation model definition of impairment and disability proposed by
Cameron (2015, p. 118) where impairment is identified as difference rather than
deficit and recognised as an “ordinary” rather than “extraordinary” element of the
human experience and defined as:

...physical, sensory, emotional and cognitive difference divergent from
culturally valued norms of embodiment, to be expected and respected on its
own terms in a diverse society.

Disability, within this model is proposed as:

...a personal and social role which simultaneously invalidates the subject
position of people with impairments and validates the subject position of
those considered normal. (Cameron 2015, p.118)

This study adopts Cameron’s (2015) position that disability is a role which forms a
productive as well as restrictive relationship in terms of what people are excluded

from in their lives and more significantly includes the roles that people are required
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to adopt in relation to their impairment whether passively accepting being a victim of
personal tragedy or denying the significance of difference thus negating impairment

in response to the dominant societal discourse of what is considered normal.

The term “volunteering” will be used rather than “voluntary work” unless otherwise
stated in the literature under review. This is to distinguish volunteering as an entity

in itself rather than one that is viewed primarily through a vocational or work lens.

The term “occupation” will be used in line with the occupational therapy and
occupational science literature, defining occupation as “the things that people do in
their everyday lives” (WFOT 2010, p. 1); or “all the things that people need, want, or
have to do” (Wilcock 2006, p. xiv); with occupational therapy recognised as
‘promoting health and wellbeing through occupation” (WFOT 2010, p. 1).
Occupation is therefore a broad range and means of everyday purposeful and
meaningful, time filling activities traditionally divided into work, self-care and leisure,
which may include sport, creativity, social, cultural and educational activities or
hobbies and may be carried out individually and as communities and societies
(Townsend 1997; Wilcock and Hocking 2015). As such, volunteering fits within this
traditional definition of occupation. However, in challenging traditional categories of
occupation as simplistic and ethnocentric, Hammell (2017) calls for a more inclusive
understanding of occupation recommending that occupation is conceptualised
according to the meaning or qualities of experience described by the people
engaged in the occupation and the extent to which it is valued and meets their
wellbeing needs. This study aligns with Hammell's (2017) conception of occupation
in considering what qualities of meaningful living have value for the wellbeing of
people with lived experience of mental iliness and to what extent volunteering as an

occupation fulfils these dimensions of value.

2.2. MEANINGFUL OCCUPATION and MENTAL HEALTH.

..... unless you have some kind of occupation you don'’t really exist at all, do
you, in society or as an individual? You're just nobody in a sense, aren’t
you? (Blank et al. 2015, p.201).

The above quote from a person with lived experience of mental iliness highlights the

importance of occupation in supporting a sense of identity and the notion of doing as
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necessary in contributing to an experience of being (Blank et al. 2015). The quote
also invites us to consider being as existing as an individual but also being as
connected to society. Although not explicit within the quote, it calls to mind the
African philosophy of Ubuntu, “I am; because of you” which embodies notions of
connection and community with existence and humanity bound together through

“human kindness and mutual caring” (Torgovnick May 2013, online).

Indeed, occupational therapy theory emphasises meaningful occupation or doing as
a mechanism for health and wellbeing as highlighted in Mary Reilly’s seminal quote:
“That man, through the use of his hands as energized by mind and will, can
influence the state of his own health” (Reilly 1962, p88). The dynamic relationship
between occupation, personal choice, motivation, wellbeing and empowerment is
implicit in this quote, which underpins occupational therapy. It has roots in
humanistic psychology emphasising human flourishing, through purpose and
meaning, and self-determinism, through creativity and thoughtful action, to realise
aspirations (Rogers 1977; Maslow 1998; Vanderweele 2017). Further, these ideas
have resonance with the principles of recovery from mental illness including
empowerment and self-management (Leamy et al. 2011). Interestingly, Aristotle’s
notion of an impoverished life, which is recognised as one “without the freedom to
undertake important activities that a person has reason to choose” (Aristotle in Sen
2000, p.4), is helpful in highlighting a potential problem in Reilly’s thinking. For
example, whilst Reilly’s quote is inspiring, it could be argued that it emphasises
individual responsibility and ignores wider socio-cultural, environmental, economic
and political forces including social determinants of health beyond the control of the
individual that impact on communities and populations, which perhaps Aristotle

makes implicit in his reference to freedom and choice. This theme will be revisited.

According to occupational theorists, meaningful occupation can be regarded as
simple and everyday but also complex due to the range of internal and external
values that are placed on what constitutes meaning (Reed et al. 2010). Meaningful
occupational engagement enables possibilities through its transformative potential
and can be linked to identity and tradition, motivated by passion and human
connectedness (Reed et al. 2010). Hammell (2017, p.211) in recognising the
importance of meaningful occupational engagement as central to meeting wellbeing

needs draws on cross-disciplinary research to identify these as: taking care of
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oneself through sourcing shelter, sanitation and food; meeting needs for hygiene
and for emotional self-care through routines, rituals, rest and restoration with or
without the help of others; having the need for belonging and social connectedness
to family, friends and communities; contributing to the wellbeing of others alongside
feeling valued and having a positive sense of self-worth and identity; being able to
experience and express pleasure and having purpose and meaning through roles
that are individually and/ or collectively valued; having the ability and opportunity to
express and experience hope, choice, control and empowerment. Indeed, Hammell
(2017) recognises these needs as having resonance with those necessary for

recovery for people with lived experience of mental illness.

Further, meaningful occupation can be understood as a central mechanism for
health and survival through a process of “doing, being, becoming and belonging”
(Wilcock 1998b; 1999; 2007; Wilcock and Hocking 2015). These dimensions, now
well-used terms within occupational therapy literature, may be useful in considering
the lived experience of people with mental illness who are volunteering in a process

of recovery and are therefore worthy of further consideration.

Doing, is engagement in meaningful and purposeful occupation including work that
provides structure, pleasure, social interaction and societal development, which may
or may not be health giving (Wilcock 1998b; 1999, p.1). However, it should be noted
that meaningful occupation is not always purposeful or structured (Hitch et al.
2014a) and occupations that people participate in are not always meaningful,
purposeful or pleasurable and may, for example, be carried out on the basis of
cultural expectations (Hitch et al. 2013). Indeed, some individuals may be coerced
or forced into doing or they may choose to do occupations that have arguably
negative consequences for them, a concept now described as the “dark side” of
occupation (Twinley 2013, p.301). Engaging in meaningful occupation that has
personal significance in a “self-directed process of healing and transformation”
resonates with the concept of recovery from mental iliness (Deegan 2002). Further,
it aligns with Csikszentmihalyi’'s (1975) concept of flow where people become
absorbed in their doing, an intrinsically rewarding experience, which arguably leads

to being.
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Being, is investing meaning in life, drawing on personal characteristics and abilities
to fulfil creative endeavours or occupational roles and involves self-reflection (Hitch
et al. 2014a). It is about being true to ourselves as individual human beings
recognising our values and worldview and how these influence what we do (Wilcock
1999). Choice and agency are usually expressed through being, but this may not
always be achievable (Hitch et al. 2014a). Arendt's (1958 in Dant 2003, p.43)
thinking is useful when reflecting on choice and meaning in distinguishing between
labour and work, where labour is described as the necessary, ongoing, grind of
everyday life involving pain and “must be accepted as part of the human condition”
thus indicating a lack of choice. Arendt considered labour and more specifically
“alienated” labour, drawing on Marx’s view of loss of freedom and self-control in
productivity through capitalism, as never ending (Arendt 1958, in Dant 2003, p.44);
whereas work, a more creative process involves as an end point, the production of
something that has permanence and utility beyond the labour process thus
indicating creative fulfiilment and being (Arendt 1958, in Dant 2003). Arendt’s
position primarily relates to the industrial revolution where the shift from reliance on
tools to machines also impacted on worker autonomy who, no longer in control of
the work process, lose the ability to realise their own creativity and imagination
through work (Dant 2003). It could be argued that work in this regard represents
being from an occupational perspective where personal creativity is invested in the
process of doing, compared to labour which is a viewed as a type of endless
drudgery, perhaps exemplified by current demeaning forms of paid employment or
zero hour contracts where workers have no control, or access to annual leave or
sick pay (Bloodworth 2018; Gedalof 2018). It will be interesting to consider where
volunteering sits in relation to the occupational therapy notion of being and Arendt’s

view on work and labour in this project.

Becoming, considers how our actions influence the future with the potential for
growth and transformation (Wilcock 1998b, 1999). Becoming is an on-going process
of personal development through hopes and ambitions freely chosen or imposed by
and grounded in, historical and cultural influences (Wilcock 1999; Hitch et al.
2014a). It has a temporal quality that can be motivating in terms of recovery and re-
framing our identity and future self (Hitch et al. 2014a) and closely aligns with
human flourishing. This raises an interesting question regarding the potential that

volunteering may have to promote recovery, growth and transformation.
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Belonging, reinforces the importance of social relationships in sustaining positive
health and wellbeing (Wilcock 2007) and reinforces “a sense of connectedness to
other people, places, cultures, communities and times” where occupations can arise
and where “a sense of reciprocity, mutuality, and sharing characterise belonging
relationships, whether they are positive or negative” (Hitch et al. 2014a, p.242; Hitch
et al. 2014b). Belonging therefore involves reciprocity and interdependence and in
order to belong one must also be accepted by others (May 2013). This raises
important questions regarding the experience of stigma and social exclusion for
people with lived experience of mental illness and will be revisited later in the
section on welfare reform. Indeed, belonging recognises “the interdependent,
collective, collaborative and co-occupations” nature of occupation, shifting focus
from a solely individual concern to recognising “that doing occupations with others
strengthens relationships, enhances well-being, and can help mitigate the negative
health effects of stressful life events” (Hammell 2017, pp. 210-211). As such it will
be interesting to explore to what extent volunteering fits this notion of a collective
occupation, one that is done with others and which fosters a sense of belonging and

social connectedness.

Although intended as interdependent, the inter-relationships between these four
dimensions have received little exploration (Hitch et al. 2014a; 2014b). In
considering the inter-relationship between being and belonging Hitch et al. (2014b,
p.252) draw on Sutton (2010) to illustrate how someone excluded because their
being is not in the mainstream will be stigmatised regardless of how they may be
contributing to their community. Further, they suggest that connections between
becoming and belonging i.e. occupations that enable people to meet their personal
goals along with feeling connected require further exploration (Hitch et al. 2014b).
This highlights a gap in the literature that this project may be able to address in
exploring whether volunteering enables participants to feel more connected to other

people, places, cultures, communities and/ or times.

2.2.1. Occupational justice

..... | make a living you see. That’s the difference between me and the people
who are mad. They don'’t call you mad, if you're making a living. (Mantel,
2005, p. 259)
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This quote reinforces the stigma of mental illness and societal expectations of
productivity through work as a means of fitting in. Not fitting in or being excluded
from occupations on the basis of mental illness is an occupational justice issue, a
form of social justice concerned with equality of opportunity and means to choose
and take part in meaningful occupations including paid work (Townsend and
Wilcock 2004; Farrell and Bryant 2009b; Whiteford and Townsend 2011; Hitch et al.
2014a; Wilcock and Hocking 2015). Occupational justice is based on the premise
that our occupations affect our health and wellbeing in an interrelationship; and that
what we do regardless of whether it is good for us or not, influences all aspects of
our health both positively and negatively (Wilcock 2006). Having restricted
opportunity to participate in meaningful occupation or being forced to take part in
occupations that are not meaningful or harmful can be damaging to our individual
wellbeing and to the wellbeing of our communities and is therefore deemed a matter
of occupational injustice which is defined as “socially structured, socially formed
conditions that give rise to stressful occupational experiences” (Townsend and
Wilcock 2004, p. 251). Given that “what one does shapes one’s identity” and values
associated with occupations and occupational identities are additionally influenced
by socio-economic, political and cultural determinants; occupations become affected
both positively and negatively by context specific opportunities including availability,
socio-cultural values and expectations as well as individual factors such as
interests, strengths and choices (Durocher 2017, p. 9). Furthermore, people who
engage in occupations that are valued in particular contexts may be perceived more
positively and receive more social recognition benefits than those who engage in
occupations that are not valued (Durocher 2017). This raises an important question
for this study as to what extent volunteering is valued within the current socio-
political context in the UK. Indeed, the World Health Organisation recognises the
availability of “healthy occupational and environmental conditions” alongside basic
life necessities of food, water, shelter and healthcare resources as a fundamental
human right (WHO 2013 in Durocher 2017, p. 10). Thus, opportunities to engage in
healthy occupations that support people to use their abilities, develop positive
identities, contribute to society whilst maintaining good health and wellbeing is a
fundamental human right and a matter of occupational justice (Durocher 2017).
According to Hammell (2017, p. 210) since engaging in meaningful occupation is
viewed as integral to wellbeing and since wellbeing is viewed as integral to human

rights, then occupational therapists should be concerned with enhancing everyone’s
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“right to equitable occupational opportunities and choices” to engage in occupations
that have positive outcomes for their mental wellbeing and the wellbeing of their

communities.

Being unable to participate in society and in the communities where people live has
a negative impact on mental health and people with lived experience of mental
illness may be more vulnerable to such stress (Fieldhouse and Onyett 2012). There
are several risk factors for occupational injustice that threaten health and wellbeing
causing anxiety, boredom, depression and burnout, if meaningful occupational
cannot be realised namely: occupational imbalance; occupational deprivation;
occupational marginalisation; occupational alienation; and occupational apartheid
(Wilcock 1998a; Wilcock et al.1997; Townsend and Wilcock 2004; Kronenberg and
Pollard 2005; Wilcock and Hocking 2015; Durocher 2017). Occupational imbalance
is a lack of equilibrium between work, rest and play and between those occupations
that we want to do versus those that we have to do (Wilcock et al.1997; Townsend
and Wilcock 2004; Wilcock and Hocking 2015). This is reminiscent of the distinction
raised earlier in Arendt’'s (1958, in Dant 2003, p. 43) definition of work and labour.
Occupational deprivation is the marginalisation and denial of opportunity to
participate fully in society due to a range of socio-cultural, economic and political
factors including policies and regulations, poverty, lack of access or availability, and
stigma and discrimination that are outwith the immediate control of the individual
(Whiteford 2000; 2011; Whiteford and Townsend 2011; Wilcock and Hocking 2015).
Occupational deprivation is therefore a by-product of social exclusion and impedes
the potential for personal growth and human flourishing (Whiteford 2000; 2011;
Whiteford and Townsend 2011; Wilcock and Hocking 2015). Occupational
marginalisation is an invisible form of occupational deprivation where people are not
offered opportunities to participate in specific occupations and are thus excluded
due to unseen societal norms and expectations for example individual, societal and
institutional perceptions of impairment or ability (Townsend and Wilcock 2004;
Durocher 2017). Occupational alienation is where there is a loss of purpose through
an imposition to engage in occupations that are neither meaningful nor health
promoting, and which may be manifest through obligation or force and institutional
structures causing potential detriment to the person’s identity and development
(Townsend and Wilcock 2004; Durocher 2017). Occupational alienation is therefore

characterised by estrangement from self and society with an experience of
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disempowerment due to institutional forces that prevent individual occupational
potential being realised (Wilcock and Hocking 2015). For people with mental health
problems, this impingement on doing and becoming can also occur as a result of
dependence on services that remove individual decision-making (Bryant et al.
2004). Occupational apartheid is when people are denied the opportunity to
participate in occupations due to personal characteristics such as age, race, gender,
nationality, disability or socio-economic status (Kronenberg and Pollard 2005).
According to Kronenberg and Pollard (2005) this may be due to political,
institutional, religious or social structures that afford privilege to some individuals
based on a set of values and discourses whilst denying, exploiting or removing
opportunities and resources for others. Paying attention to issues of occupational
justice and to the risk factors identified above reinforces the need to engage in the
co-construction of knowledge with people who are experiencing marginalisation,
deprivation, alienation, imbalance and apartheid (Gerlach 2015) and strengthens the

participatory approach for this study.

2.2.2. Meaningful occupation, mental iliness and recovery

.....the tragedy of life is not that it ends so soon, but that we wait so long to

begin it. (Anonymous in Gould et al. 2005, p.467)
For many people living with mental illness, participation in meaningful occupations is
often conditional or denied and there can be significant life disruption with
deterioration in participation in occupation over time (Roy et al. 2013; Hamer et al.
2017) leading to restricted opportunities for social relationships, self-expression and
access to community resources (Gould et al. 2005; Fieldhouse 2012a). Internal
factors such as experiencing positive symptoms associated with a specific mental
illness diagnosis for example distressing thoughts or paranoid ideas; and negative
symptoms such as lack of motivation and interest reflecting gradual social and
cognitive withdrawal; sit alongside negative self-competence and poor self-esteem;
which may be further compounded by resource issues associated with poverty and
homelessness including limited access to transport reinforced by negative societal
attitudes of stigma and exclusion (Hitch et al. 2013). For women this may be
intensified by complex personal circumstances, parenting roles and gendered
assumptions through societal and staff attitudes (McKay 2010). For the young men
in Gould et al.’s (2005) study the onset of mental illness signified lost dreams and a

sense of anguish akin to losing their lives where simple everyday occupations
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became onerous or impossible. Following a period of “coasting” which could last for
several years, they began to re-engage in a period of “renegotiating themselves”
taking control and recognising negative triggers and positive supports to maintain
their mental wellbeing as a means to “envisioning a better life” (Gould et al. 2005,
pp.470-471). Similarly, Fieldhouse’s (2012a; 2012b) action research project
revealed disengaged individuals feeling stuck due to limited opportunities yet
wanting things to be different. Through a co-constructed process of scaffolding
where support was initiated then gradually reduced, the individuals began to adapt
to their environment, utilising naturally occurring non-stigmatised community
resources and peer supports as a means to reduce social exclusion and feel
connected (Fieldhouse 2012a; 2012b). These periods of coasting and feeling stuck
highlight the importance of taking time to reconfigure experience as a pre-cursor to
doing, moving on in rebuilding an occupational life in a process of recovery (Gould
et al. 2005; Fieldhouse 2012a; 2012b). Gould et al.’s (2005) study also highlights
the temporal aspect of recovery and how meaningful occupation is often linked with

past experiences (Reed et al, 2010; Eklund et al. 2012).

In considering the value of occupation for people living with mental iliness, there is a
high degree of concordance that engagement in meaningful occupation is
fundamental to the lives of people with mental illness (Hitch et al. 2013). Positive
engagement promotes enjoyment, relaxation and respite from the difficulties of lived
experience of mental illness and generates a positive sense of self, compared to
negative experiences which are associated with loss of hope and feeling stuck
(Fieldhouse 2012a; Hitch et al. 2013). Meaningful occupation supports emotion and
identity and enables people to take care of their own health and wellbeing along with
establishing or maintaining relationships and community involvement (Leufstadius et
al. 2008; Fieldhouse 2012a; Hitch et al. 2013). Indeed, relationships with family,
friends and the broader community including mental health professionals who
valued the person as an individual, although often challenging to maintain, are
crucial in providing a sense of connectedness and facilitating engagement in
meaningful occupations (Eklund et al. 2012; Fieldhouse 2012a; Hitch et al. 2013,
p.82). Meaningful occupations support a desire to take control and monitor health
and wellbeing when “coming to terms” with mental illness is a difficult but necessary

step towards recovery (Hitch et al. 2013, p. 81).
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Having the right degree of challenge is important in maintaining mental health in
being neither over-stimulated nor under-stimulated (Hitch et al. 2013). Occupations
that are valued are those that are familiar or those that offer structure, routine,
accessibility, acceptance and meaning in life (Eklund et al. 2012; Hitch et al. 2013).
However, Aldrich and Dickie (2013) argue that being out-of-work creates conditions
that limit occupational possibilities such as lack of money and unpredictable waiting
times at welfare agencies, that “prevent the establishment of functional routines,
which then prevents engagement in the sorts of productive occupations that society
values”, for example volunteering, because people are “too busy making ends meet”
(Aldrich and Dickie 2013, p. 13). Proposing volunteering as an occupational
possibility without fully understanding the daily challenges of living with long-term
unemployment and mental illness may inadvertently perpetuate inappropriate

societal expectations and occupational injustice (Aldrich and Dickie 2013).

2.2.3. Vocational rehabilitation and paid work

There is consensus amongst findings that paid employment is an important means
for many people to moderate the impact of their iliness, giving a sense of worth and
constructing a positive worker identity within a valued social context (Van Niekerk
2009; Hitch et al. 2013; Fegan and Cook 2014). Indeed, the dominance of
vocational rehabilitation programmes within the occupational therapy literature,
supporting people with mental illness to access meaningful paid employment, is
unsurprising given the emphasis on work and the worker identity in Western culture
(Aldrich and Dickie 2013). The UK government’s drive to decrease the number of
disabled people receiving out-of-work welfare benefits, including those recovering
from mental illness is an additional push in the growth of this area for occupational
therapists. Historically, people recovering from mental illness attended vocational
rehabilitation programmes that advocated work training through industrial therapy
using simulated work experience including volunteering in gardening, laundry and
other supported projects in mental health hospital environments or were placed in
sheltered employment schemes subsidised by the government (Hamer et al. 2017).
Simulated work schemes have been replaced by individual placement and support
(IPS) where people are placed in open employment and supported through for
example, a job coach and/or reasonable adjustments, to succeed (Dominy and
Hayward-Butcher 2012; Fegan and Cook 2014; Modini et al. 2016; Schneider et al.

2016). Having a tolerant and inclusive environment with collaborative partnerships

25



supports engagement and better outcomes (Rebeiro Gruhl et al. 2012; Hitch et al.
2013). Indeed, evidence suggests that the IPS model is highly successful in
supporting people with lived experience of mental illness into paid employment who
might otherwise be out-of-work (Fegan and Cook 2014; Modini et al. 2016;
Schneider et al. 2016) and being supported in paid work through IPS has positive
effects on subjective quality of life (Dominy and Hayward-Butcher 2012).
Volunteering, which offered meaningful worker roles for some people as a transition
to paid work, is no longer considered a necessary first step for the success of IPS

programmes (Fegan and Cook 2014).

Indeed, the role of worker is recognised as pivotal in understanding perceptions and
revealing assumptions about an individual’s socio-economic class, social and
financial status and reveals the high social value attached to work in society (Blank
et al. 2015). Paid work is therefore highly meaningful for many people recovering
from mental illness in terms of self-perceived usefulness, social connectedness,
income and structure (McKay 2010; Dominy and Hayward-Butcher 2012; Blank et
al. 2015); with not working associated with feelings of not fitting in (Blank et al.
2015). However, relapses in mental health can significantly disrupt working lives
over time (McKay 2010). In addition, people with severe mental illness make
occupational choices based on socioeconomic realities as well as concern about
relapse, often choosing occupations that maintain positive mental health (Nagle et
al. 2002; Arbesman and Logsdon 2011). However, Van Niekerk (2009) argues that
not supporting people into paid employment perpetuates occupational injustice
whilst Fegan and Cook (2014) caution that if paid employment becomes the sole
outcome, many people recovering from mental illness will be excluded. Indeed,
despite many people wanting to work, the percentage of adults with lived experience
of mental illness in employment is significantly low (Bonsaksen et al. 2016). People
with lived experience of mental illness often have more difficulty securing
employment than the general population, and those in mid-life are less likely to be

employed or participate in education (Bonsaksen et al. 2016).

Paid work may hold ambivalence for people recovering from mental illness and
having the identity of a mental health service user can be experienced as unhelpful
(Blank et al. 2015). In a small phenomenological study, Blank et al. (2015)

interviewed ten out-of-work participants attending a community mental health day
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centre to explore the meaning of work for people with severe and enduring mental
illness. Findings suggest that when the onset of mental iliness coincided with having
to give up work, the experience of mental illness required construction of a new
identity which included moving from patient status to becoming an expert through
lived experience as a means of confirming existence to self and others (Blank et al.
2015). For some participants volunteering became important in achieving a sense of
identity and belonging, and although Blank et al. (2015, p.205) do not explore
volunteering in any depth, they suggest that supporting people to “craft an
occupational identity” is an important recovery task. This also supports the inter-
relationship between doing, being, becoming and belonging as discussed earlier in

this review.

2.2.4. Volunteering as therapy

In contrast to the wide range of literature on vocational rehabilitation and
employment outcomes for people with lived experience of mental iliness, the
occupational therapy literature on volunteering is surprisingly sparse and is mainly
reported through a vocational lens with volunteering regarded as a stepping-stone to
employment rather than a meaningful occupation in and of itself. Volunteering has
regularly been advocated by occupational therapists as a therapeutic occupation to
enable people living with mental illness to recover their mental health and reclaim a
valued social identity by providing opportunities for meaningful participation
including making a positive contribution to the wider community; giving a purpose
and structure to the day; and developing a range of valuable and transferable skills
(Rebeiro and Allen 1998; Farrell and Bryant 2009a; Farrell and Bryant 2009b; Fegan
and Cook 2014).

Indeed, volunteering offers a range of personal, social and community benefits
where people can find purpose in doing for others (Smith 2017). Volunteering has
been noted to increase confidence and self-esteem, offer social support, replace
lost roles and give a sense of inclusion and fulfilment in community life, but only
when viewed as meaningful by the volunteer (Black and Living 2004; Fegan and
Cook 2014). Further, there is growing evidence that supported volunteering, where
additional support is offered to ensure the appropriate level of challenge, has the
potential to enhance recovery, foster positive risk taking and provide a valued

identity that can integrate mental health experience for people with fluctuating and
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severe and enduring mental illness as well as provide a pathway to employment if
desired (Fegan and Cook 2012; Fegan and Cook 2014). However, just as in other
occupations, providing the right level of challenge and support is crucial in ensuring
a successful and meaningful volunteering experience; whilst matching the volunteer
to the volunteering experience involves attention to level of skill, preference,
influence, interest, monotony and pressure (Fegan and Cook 2014). Indeed,
evidence suggests that any improvement in mental health and social inclusion is
dependent on the right support and environment (Farrell and Bryant 2009a).
Negative attitudes of volunteer recruiters resonant with wider societal stigma and
discrimination pose a significant barrier to successful volunteering for people with

mental health problems (Farrell and Bryant 2009b).

Rebeiro and Allen’s (1998) single case study poignantly highlights the benefits of
volunteering as a means to monitor illness, test ability, offer purpose through
productivity and the opportunity to feel valued and “hang with the normals” in a
socially accepted role which maintains a sense of self (Rebeiro and Allen 1998,
p.283). Here, having choice in the type and place of volunteering was crucial to the
decision to volunteer based on an existing connection with a meaningful
organisation reinforcing the importance of the match between the person, the
occupation and the environment. Interestingly the participant in this study became
the second author indicating an innovative and unique collaborative approach to this
research arguably ahead of its time (Rebeiro and Allen 1998); and although dated,

findings generally concur with more recent research.

Recognising a gap in the literature surrounding the exclusion of people with
enduring mental health problems from paid employment, Fegan (2014) taking a
grounded theory approach investigated the dynamic relationship between
volunteering and personal mental health recovery. Her findings uphold a theory that
supported volunteering enhances mental health recovery by encouraging positive
risk taking and endorsing a cherished identity that integrates and values mental
illness experience (Fegan 2014). Whilst there are some similarities with Rebeiro and
Allen’s (1998) study, the two studies differ significantly in their attitude to paid work
as the ultimate outcome. Volunteering according to Fegan (2014) provides a
realistic, socially valued work experience that proves readiness and competence as

a worker. Her key theory “emerging as a worker through volunteering” confirms her
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focus on vocational readiness and the importance of the construct of a worker
identity for the volunteers in her study (Fegan 2014, p.174). Indeed, she states that
the volunteers in having an “authentic experience of work” (Fegan 2014, p.174)
were motivated to enhance their CVs in preparation for future employment. Although
it is questionable as to what extent volunteering as a service user in a mental health
service could be considered an authentic experience of work, her findings support
the importance of having choice and finding meaning in volunteering alongside
receiving support to negotiate the right degree of challenge whilst building
confidence and self-efficacy in a process of “personal, social and vocational
recovery” (Fegan 2014, p. 172). Volunteering enabled the participants to give
something back to the mental health service that had supported them and to feel
validated, find their voice and experience relationships with peers and professionals
that enabled “crossing boundaries” as a person and volunteer rather than a user of
services (Fegan 2014, p.). However, according to Fegan (2014, p.162) some
volunteers got stuck in volunteering finding it difficult to move onto paid employment
due to personal fears of readiness and lack of safety or due to their mental health
condition and lack of self-belief. Fegan (2014, p.162) labelled them “career
volunteers” because of the duration of time spent volunteering in supportive services
and reflects that perhaps they were given less vocational goal orientated and
structured support to progress further. However, the term has a somewhat
pejorative feel in being used to signal a lack of vocational progression to paid work.
This raises an earlier concern about volunteering in and of itself being viewed as of
lesser value than paid employment and therefore the career volunteers potentially
being viewed as less than those capable of paid work, leading Fegan (2014) to
acknowledge that work may not be advantageous to wellbeing for all and that the

value of non-work occupations including volunteering should not be misjudged.

Interestingly, Smith’s (2017) phenomenological study of asylum seekers in the UK
unable to work due to government restrictions, explored their preference for
engaging in altruistic activities where doing for the benefit of others through
volunteering appeared to provide purpose and meaning in an environment
otherwise bereft of any meaningful or self-respecting occupation. Motivation for
these altruistic occupations was often embedded in cultural and personal needs and
values as well as previous occupational choices thus enabling a re-connection or

sense of continuity during transition with a previous sense of self, occupations,
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passion and interests in a form of what Smith (2017, p. 8) calls “occupational
constancy”. Smith (2017, pp. 6-7) draws on four altruistic drivers namely, “kinship”,
“‘empathy”, “learned behaviour” and “moral principles” to demonstrate how each of
these significantly influenced occupational choice. For example, “kinship” prizes
relationships, connectedness, commonality, community and a sense of belonging
through being needed and feeling valued; “empathy” links with the desire to help
through an emotional connection with the hardship of others and to give something
back whilst also distracting from personal circumstances; “learned behaviour”,
recognises altruistic desires as cultural norms associated with home and
community, which contrasted with perceptions of the UK as a more individually
orientated society; and finally, “moral principles”, were associated with having a
strong moral compass and conscience where the needs of others were placed
before oneself and where kindness and “being good and doing good” were valued
(Smith 2017, pp.6-7).

Smith’s (2017) focus on motivation for volunteering provides an interesting
perspective given that the asylum seekers in her study were denied the right to
work. There are useful considerations here about the benefits of volunteering for
asylum seekers that may have transferability to participants with lived experience of
mental illness including: having purpose, meaning and structure to their day; feeling
productive, valued and having worth; helping rather than being helped; having
opportunities to learn new skills and use existing ones; and the perception that
these benefits along with being more physically active contribute to improved
physical and mental wellbeing (Smith 2017). However, Smith (2017) cautions that
the benefits associated with altruistic occupational choice do not counteract the
suffering experienced by forced migration, nor atone for the occupational injustices
experienced during the asylum-seeking process. Smith (2017) therefore reminds us
of the importance of restraint in making positive occupational claims in light of the

wider context of people’s marginalised lives.

Finally, in considering recovery, there is general agreement amongst occupational
therapists that valuing people as individuals whilst working collaboratively to
generate a sense of hope for the future is crucial in providing “authentic, respectful
and effective” support to people in their recovery from mental iliness that recognises
their role as the agents of change (McKay 2010; Hitch et al. 2013, p. 85). The
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importance of hope is highlighted as a key component within the recovery literature
as is feeling heard and being supported to flourish and to take charge of one’s own
life through friendships and mental health activism (McKay 2010). Recovery will be

further explored later in this review.

2.2.5. Summary

Discipline specific evidence from occupational therapy highlights the value of
meaningful occupation in promoting positive mental health and wellbeing with the
dimensions of doing, being, becoming and belonging having value in
conceptualising recovery from mental illness. However, the interrelationship
between these dimensions requires further exploration. Furthermore, this section
introduces a conversation about personal responsibility for maintaining positive
mental health and wellbeing versus societal responsibility, recognising that poor
mental health in communities and populations emanates from wider socio-cultural
influences including social determinants of health, and is beyond the control of the
individual. Whilst paid employment is recognised as important for people recovering
from mental illness, volunteering is also recognised as having the potential to
contribute to recovery. However, the literature on volunteering is limited and has a
tendency to view volunteering through a vocational lens, as a stepping-stone to paid
employment. Aside from Smith (2017), no recent studies were identified that
explored volunteering as an occupation in and of itself and while Smith’s (2017)
study is useful, the asylum-seeking context where paid work is not an option, is
significantly different from participant experience in my study. This highlights a gap
in the literature. Further, no recent occupational therapy studies were identified that
consider volunteering from the perspective of participatory action research, actively
involving people living with and recovering from mental illness in the research
process. Thus, supporting this study’s contribution to occupational therapy literature.

The next theme explores volunteering more broadly.

2.3. VOLUNTEERING AND MENTAL ILLNESS

This review now turns to investigate conversations beyond occupational therapy
advocating and evaluating volunteering to provide context to the experience of

volunteering for people living with mental illness. It begins by considering the scope

of volunteering before exploring volunteering outcomes for individuals and
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communities and the challenges and tensions surrounding volunteering. It ends with

a brief investigation of the place of altruism in understanding motivation to volunteer.

2.3.1. The Scope of Volunteering

Volunteering has a broad scope and in addition to activities involving philanthropy
and mutual aid, can include “governance” i.e. in decision making and political
processes; “advocacy” and “campaigning” for improved services; and “expressive
volunteering” i.e. fulfilling personal passion and interest in sport, culture or the arts
(Ellis Paine et al. 2010, p.22). Furthermore, volunteering can be classified as formal
or informal, and according to the type of activity and the intensity of involvement
from sporadic to episodic and short to longer term (Ellis Paine et al. 2010).
Interestingly, the Department of Health’s (2011, pp. 9-10) definition is more
encompassing than the Scottish Executive’s (2004) definition referred to in my
introduction in chapter one, suggesting that volunteering can be formal, informal and
reciprocal including “peer support networks or time banks, and informal activity
undertaken independently, such as visiting an older or vulnerable neighbour or
providing transport for someone to access local services.” This raises an interesting
question about class differences with informal volunteering potentially being a more

prevalent form of moral economy in working class communities.

With regard to the formal or informal debate, how volunteering is organised should
be viewed as an element of volunteering rather than a defining standard for
example, individual volunteering i.e. “taking someone to hospital to keep an
appointment” which may be similar to other forms of pro-social behaviour i.e.
“offering a lift to a neighbour when passing them in the street” should serve to
distinguish volunteering which could be described as a more spontaneous reflex
activity (Ellis Paine et al. 2010, pp. 19-20). Interestingly, people often prefer the term
“helping out” or “something you just do” to describe informal volunteering (Woolvin
and Harper 2015, p.4; Volunteer Canada 2017). However, according to Ellis Paine
et al. (2010) activities that only benefit the self, immediate and extended family and

close friends do not constitute volunteering.
Indeed volunteering, rarely conceptualised as a subject in its own right, requires a

“multi-lens approach” which according to Ellis Paine et al. (2010, pp.25-31) include:

“‘work” - where it is viewed in terms of productivity as an unpaid job to benefit others,
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requiring formal management; “philanthropy” — where volunteers gift their time as a
resource to organisations to benefit end users of the service through formal
activities i.e. social welfare provision, as a charitable act rather than any political
challenge to current structures; “activism” — as a challenge to the state, locating
volunteering as a socio-political activity in the local community through mutual aid
and advocacy, where benefits are reciprocal based on principles of solidarity,
collaboration and altruism and volunteers become the organisation; “leisure” —
where people volunteer because of the intrinsic rewards of pleasure, satisfaction
and enjoyment although this perspective may trivialise volunteering; “care” —
particularly for strangers, however caring where there is an obligation is not
considered volunteering; “participation” — focusing on engaging people in their
communities through pro-social and political activities although caution is necessary
in assuming that pro-social equates with inclusion; and “learning” as a form of
training including experiential or life-long learning however the focus here becomes
the volunteer rather than the benefit to others and volunteering becomes a means
rather than an end (Ellis Paine et al. 2010, pp.25-31). Volunteering as
conceptualised through a work lens is particularly pertinent to this review and
warrants further discussion. However, regardless of differences in definition and
conceptualisation, volunteering is recognised as providing significant community

and individual benefits, which will now be explored.

2.3.2. Volunteering outcomes

As stated in the introductory chapter, a range of evidence suggests that volunteering
matters to individuals and communities. At a community level, volunteering
promotes cooperation, encourages participation and contributes to the wellbeing of
individuals and societies whilst volunteers and voluntary organisations significantly
contribute to the economy (United Nations 2011; Wu 2011). Volunteering is a crucial
element of citizenship and a valuable means of tackling social exclusion, enhancing
community resilience and trust and addressing preconceptions and prejudice
(Department of Health 2011; Paylor 2011; Wu 2011; James et al. 2017). Indeed,
volunteering strengthens communities, who thrive through the engagement of active
volunteers, filling gaps in services that are either unavailable or are cost prohibitive
(Wu 2011; United Health Group 2013; James et al. 2017). Volunteering contributes

to social action for marginalised groups and underpins community building and
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renewal (Wu 2011). It contributes to sustainability building skills and knowledge
through informal learning (Duguid et al. 2007). The willingness of volunteers to
contribute and influence is key to developing community spirit & social capital and
essential to the delivery of good services (Scottish Volunteering Forum 2015). It is
therefore not surprising that the power of volunteering is now recognised by
governments and policy makers worldwide as a means to engage people in local
communities to improve social capital and decrease health inequalities (Jenkinson
et al. 2013; James et al. 2017).

At an individual level, evidence suggests that volunteering brings both intrinsic and
extrinsic personal benefits (Wu 2011). Volunteering has the potential to improve
mood and develops confidence and self-worth through a sense of purpose,
accomplishment and social connectedness (Musick and Wilson 2003; Baines and
Hardill 2008; Wu 2011; Brown et al. 2012; Binder and Freytag 2013; Kamerade and
Bennett 2015; 2018). It also has the potential to reduce reliance on prescribed
medication and improve coping ability (Casiday et al. 2008). Volunteers are
described as having better mental and physical health, are happier and live longer
(Musick et al. 1999; Brown et al. 2003; Borgonovi 2008; Casiday et al. 2008; Wu
2011; United Health Group 2013; Tabassum et al. 2016; Kamerade and Bennett
2018) with protective factors for mortality being length of time volunteering, optimally
10-14 years, and type of volunteering, optimally independent from a formal
organisation (Ayalon 2008). The latter is interesting given that volunteering for a
formal organisation is privileged in definitions of volunteering and links with the
earlier question about whether independent volunteering is more prevalent in
working class communities. Volunteering can influence wellbeing by offering social
recognition, providing a sense of belonging and an opportunity to contribute (Ellis
Paine et al. 2010; Paylor 2011; Wu 2011; Harper 2015). Volunteering can also
provide opportunities for people to remain occupied, active and independent whilst
gaining new skills including problem solving and interpersonal skills (Department of
Health 2011; Wu 2011; United Health Group 2013; Kamerade and Bennett 2018).
Volunteering is deemed to improve employability, reinforce a worker identity, offer
accreditation and training and introduce people to career options that they may not
have previously considered (Baines and Hardill 2008; Department of Health 2011;
Wu 2011; United Health Group 2013). However, although it may improve the

likelihood of employability, there is no robust evidence that volunteering increases
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chances of securing and retaining paid employment or advances earning

progression (Ellis Paine et al. 2013; Kamerade and Ellis Paine 2014).

Indeed, Jenkinson et al. (2013) caution that because volunteering is often described
in heterogeneous terms, future research needs to understand the type, frequency
and amount of volunteering required for optimal health benefits as well as the
motivating and sustaining factors for individuals before determining volunteering as
health promoting. Interestingly, volunteers whose motive is primarily to benefit
themselves rather than helping others e.g. to enhance career prospects or distract
self from personal issues, are less likely to experience positive wellbeing or good
outcomes (Stukas et al. 2016). Whilst there is general agreement that engaging in
volunteering has better mental health outcomes than doing nothing whilst
unemployed, this depends on the type of volunteering, the ethos and culture in the
volunteer organisation (Scottish Government 2009, p.33); and the generosity of out

of work welfare benefits when volunteering (Kamerade and Bennett 2015; 2018).

However, as stated in the introduction negative effects of volunteering are rarely
considered yet cross national differences in regular volunteering indicate a
detrimental effect on mental health, lower than for non-volunteers, in countries with
less generous employment benefits, highlighting the impact of poverty, loss of
control in cultures that value paid work over volunteering and the importance of
financial support in sustaining mental health and wellbeing (Kamerade and Bennett
2015; 2018). Whilst there is literature advocating the health and social benefits of
volunteering and volunteering is recognised as playing an important role in
supporting positive mental health and wellbeing (Tabassum et al. 2016), there is
less emphasis on the experience of volunteering itself (Wilson 2012) and limited
literature examining the experience, outcomes or social capital returns for
volunteers with lived experience of mental iliness; or the barriers to volunteering

experienced by marginalised groups including stigma (James et al. 2017).

2.3.3. Volunteering Tensions and Challenges

Interestingly, the literature on volunteering raises a number of tensions and
challenges. For example, as the job market becomes more competitive, so too do
volunteering opportunities, which are viewed as valuable resources to improve
employability. In the current neo-liberal climate resulting in financial cutbacks within

the public sector, governments are relying more on the voluntary sector for service
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delivery. There is an increasing requirement for young people and recent
immigrants to demonstrate their suitability for employment through volunteering
experience, thus coining the term “coerced volunteerism” which is further illustrated
in the growing trend for unpaid internships in the for-profit sector (Schugurensky
2013, p.2). The UK Government setting employment targets for volunteer
organisations further reinforces the pressure to get people into paid employment
through volunteering. This raises a question about choice and free will in
volunteering and highlights a potential problem for people with lived experience of
mental illness having to compete for volunteering opportunities. Indeed, the link
between volunteering and paid work is contentious. People often refer to
volunteering as work, and indeed, volunteering has many “work like characteristics”
with similarities to paid work in the time and commitment required; similar
challenges of juggling family and child-care as paid workers; and recognition that
some of the tasks carried out may be the same as those given to paid workers
(Baines and Hardill 2008, p.313). Baines and Hardill (2008, p.315; p.308) recognise
that volunteering has become a means to reconnect those excluded from paid
employment through labour market failure offering “spaces of hope”, but caution
against volunteering becoming “rebranded in ways that privilege its association with

employment and marginalize notions of altruism and caring.”

However, there is a conceptual risk in viewing volunteering solely through a work
lens where work is positioned hierarchically and volunteering is perceived as a
means to employment rather than an end in itself in a type of “investment model”
(Ellis Paine et al. 2010; Ellis Paine et al. 2013, p.18). Indeed, given that many
people who volunteer do so as an “alternative to employment”, this should become
the focus, where volunteering viewed through an alternative lens emphasises more

valuable outcomes (Ellis Paine et al. 2013, p.19).

A further challenge in the current economic climate is sensitivity around job
substitution, real or perceived where volunteers may be inappropriately expected to
complete work that should be paid and therefore face exploitation (Naylor et al.
2013). In seeking to empower communities and build a society where autonomy,
responsibility and reciprocity are the norm, the Department of Health’s (2011, p.4)

strategic vision for volunteering states that it “is not about replacing paid employees
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but finding new solutions to enable people to contribute to their community and the

services that matter to them”.

However, in a socio-political climate where negative views of people receiving out of
work benefits, as well as stigma for people living with mental iliness sits alongside
the promotion of an altruistic society, it is not difficult to become cynical about the
motivation of the UK government and other public bodies for promoting volunteering
as a guise for free labour (Naylor et al. 2013). Indeed, controversy when the private
company Underbelly advertised for 300 volunteers for twelve-hour shifts at
Edinburgh’s Hogmanay led to questions of exploitative use of volunteers to replace
paid jobs (Martin 2017). Differences between paid employment and volunteering

need to be more clearly distinguished (Naylor et al. 2013).

Finally, as stated in my introductory chapter, disabled claimants in the UK including
those with lived experience of mental iliness receiving welfare benefits are required
through workfare programmes to undertake mandatory unpaid community work
within charities or voluntary organisations in order to receive Job Seekers Allowance
or they risk significant financial sanctions including loss of benefits. In carrying out
this oxymoronic mandatory or involuntary volunteering, claimants are offered no
choice in their volunteering placement and may be forced to give up a meaningful
volunteering role for one deemed by the UK Government’s Help to Work programme
as more appropriate to gaining employment, despite no evidence to support this
(Coote 2014; Keep Volunteering Voluntary, 2014; Moore 2014). This contradicts the
definition of volunteering as an “activity undertaken freely that involves spending
time, unpaid, doing something that aims to benefit the environment or individual or

groups” (Department of Health 2011, pp. 9-10). Indeed:

..... forcing people into unpaid labour contradicts the spirit of volunteering.
People usually volunteer because they hope to find themselves in a
congenial setting, doing work that is meaningful and personally fulfilling.
Otherwise it is just thankless drudgery — no less demoralising and
demotivating than long-term unemployment. (Coote 2014, online)

Mandatory volunteering contradicts the essence of volunteering and potentially
damages its reputation (Jones 2013). It can be perceived as punishment for
unemployment and prevents people from having time to do things they find more

meaningful including volunteering through personal choice, or to engage with family
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commitments and other important unpaid activities such as education and caring
(Coote 2014; Moore 2014). Whilst charities have a strong history in supporting
people back into employment through community connections and offering people
valuable opportunities to develop skills and support causes about which people feel
passionate, mandatory volunteering contradicts the ethos of volunteering as
mutually beneficial and puts charitable organisations into the position of enforcers of
DWP schemes that involve benefit sanctions for people who do not participate
(Bubb 2013). Jones (2013) urges charitable organisations to protect the notion that
volunteering is time given freely rather than allowing it to become conflated with a
different type of engagement. Motivation to volunteer warrants further investigation

and this review now turns to consider human altruism.

2.3.4. Understanding Human Altruism and Motivation to Volunteer

..... we are a social species and mutual aid is required to accomplish together
what cannot be accomplished alone...we are so dependent upon the actions
of others that we could no more survive on our own than an ant separated
from its colony. (Wilson 2015, p. 9)
There is general agreement that the fundamental principle of altruism is an act that
is carried out voluntarily with the goal of benefitting another as recognised in the
above quotation (Feigin et al. 2014; Wilson 2015). Indeed, altruism previously
known as benevolence, was introduced by Auguste Comte, the scientist-philosopher
and founder of positivism (1798-1857), to counter the notion that human behaviour
was grounded in selfish motivation (Feigin et al. 2014, pp.1-3; Steiner 2015; Wilson
2015, p.89). According to Comte, altruistic instincts were located in the brain and
consisted of “kindness, veneration and attachment” (Steiner 2015, p.7). For Comte,
altruism described a secular moral system of commitment to the interests of others
based in science and phrenology, which contrasted with religious doctrine that
kindness to others came through “divine grace” and where having no religious faith
was regarded as decadent and immoral (Wilson 2015, p.90). Altruism independent
of religion became viewed as morally superior to altruism through Christianity where
“doing good” to atone for original sin and to achieve eternal salvation became

regarded as selfishly motivated (Dixon 2005, in Wilson 2015, p.91).

Indeed, the motivation behind altruistic action continues to be highly debated and

the definition of acting to benefit the welfare of others (altruistic) rather than oneself
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(pseudo altruistic) is contrasted with a more sceptical notion that self-interest is part
of the human condition and as such, underlies all human behaviour (Batson 2011;
Robotham et al. 2012; Feigin et al. 2014; Wilson 2015). However, literature
interrogating the motivation behind altruism appears more interested in discrediting
the act as self-serving due to evidence of egoism, rather than appreciating the
behaviour in itself (Feigin et al. 2014; Wilson 2015). The argument here being that
pleasure is derived through benefitting another person, therefore egoism is at play
whether consciously or unconsciously through a principle of “psychological
hedonism” (Batson 2011, p.22). Nevertheless, caution is required in interpreting the
motivation behind any action and it could be argued that even the most selfless

behaviour can be re-interpreted as selfish in some form or other.

Definitions of altruism are therefore concerned with whether there is some
expectation of reward (Feigin et al. 2014). Wilson (2015, p.3) however, focuses on
the altruistic act itself with altruism described as “concern for the welfare of others
as an end in itself” which “often requires a cost in terms of time, energy and risk.”
According to Wilson (2015, p.17), “the greater the cost, the more altruistic the action
appears”. Feigin et al. (2014, p.2) agree and distinguish between “normative”
everyday acts of low risk and low-cost helpfulness; and “autonomous” daring and

heroic deeds where individual risk and cost is high.

There are a number of popular theories of human altruism ranging from behaviour
motivated by internal rewards and personal wellbeing; to learned pro-social
behaviour with internalised values through parental models or societal norms
including religious and cultural influences (Robotham et al. 2012); to relieving
discomfort from witnessing another’s distress; or helping others when feeling
positive about oneself and having higher levels of empathy, social justice and
responsibility (Feigin et al. 2014, pp.3-4). Additionally, Robotham et al. (2012, p.13)
recognise “reciprocal altruism” where gratitude for a good deed done to us results in
a desire or duty to reciprocate. A common volunteering example being the Time
Bank where one person offers a service and benefits in exchange from a different
service provided to them by another (Robotham et al. 2012). The most common
theory, the empathy-altruism hypothesis is based on perceiving someone in need
which leads to empathic concern, which in turn evokes motivation to increase the

other person’s welfare (Batson 2011; Feigin et al. 2013). However, altruism can
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become pathological when focusing on another's needs becomes detrimental to
one’s own needs leading to mental health consequences including burnout and
depression (Robotham et al. 2012; Wilson 2015).

In terms of volunteering, given the range of benefits identified earlier, it could be
argued that any motivation to volunteer will contain some selfish component in
terms of social and/or personal reward. Indeed, co-occurring motives underpinning
altruistic behaviour include “egoism: acting for one’s own benefit; altruism: acting for
the benefit of another person; collectivism: acting for the benefit of a particular
community; and principlism: acting in response to a moral principle” (Smith 2017,
p.3). Motivation to volunteer is therefore wide ranging encompassing a range of
factors including identifying with a shared experience; giving something back;
adjusting following a significant life event; gaining skills towards employability; and
enacting political attitudes and values with causes that have meaning and
significance (Bekkers 2005; Baines and Hardill 2008; Brodie et al. 2011). However,
regardless of individual variations in motivation, there are disparities in opportunity
to volunteer with being asked to volunteer, for many low-income individuals, having

a direct bearing on participation (Brodie et al. 2011; Benenson and Stagg 2016).

2.3.5. Summary

This theme has extended the conversation on volunteering and has considered the
broad scope of volunteering, explored the benefits, tensions and challenges for
individuals and communities and investigated differing views on human altruism and
motivation to volunteer. Despite the range of available literature there is limited
evidence of the collective experience of people who live with mental iliness and who
volunteer as part of their recovery and no study was discovered that considers a
participatory action research methodology. This doctoral project is therefore well
placed to address this gap. The next theme explores the current socio-political
context of welfare reform for disabled people including those living with mental

illness who are volunteering.
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2.4. WORK ALWAYS PAYS: Welfare Reform and Perceptions of

Deservingness

.....let’s start with how we simplify the system and make work pay...just one
core income-related benefit - a universal credit and one message - that it will
always pay to work. (Cameron 2011, online)

The above quote sets the scene in reinforcing the government’s position that work
always pays, highlighting the centrality of work in relation to welfare reform. This
section begins with a brief overview of welfare reform in the context of the UK under
the current Conservative government led by Boris Johnson (2019-present). It
examines how the legacy of welfare reform stemming from David Cameron and Nick
Clegg’s Conservative and Liberal Democrat Coalition Government (2010-2015) and
supported by David Cameron’s (2015-2016) and Theresa May’s (2016-2019)
Conservative Government, was built on Gordon Brown'’s (2007-10) and Tony Blair's
(1997-2007) New Labour governments setting the tone for a renewed focus on work
and workability in reforming welfare provision. This review will then consider work
conditionality, workfare and employability before concluding with an exploration of
changing perceptions of deservingness and stigma. It is impossible to provide a
comprehensive summary of welfare reform in the UK in this brief section, but rather
an attempt has been made to provide a contemporary overview and critique of the
impact of welfare reform on people with mental health conditions to illuminate the
political and welfare context experienced by the participants in this study. As such,
this section of the review is confined where possible to considering the impact on

disabled people.

2.4.1. Welfare Reform

..... in a neo-liberal market economy it is expected that individuals will fulfil
their responsibilities to society before they can claim social rights. These
rights are principally based on evidence of economic productivity. (Grover
and Piggott 2010, pp.267-268)
In the UK over the last thirty-five years welfare reform has redefined the agreement
between the state and the citizen as to what is provided in terms of welfare support
and what is mandatory in return (Patrick 2017). The mandatory requirement to
engage in government specified activities described as “welfare conditionality” with

the goal of facilitating people from out-of-work benefits into work, with reduced
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levels of financial support and a narrowing of entittlement (Patrick 2017, p.4), has a
number of ethical, financial and social wellbeing issues for disabled people (Grover
and Piggott 2010). Neoliberalism is recognised as complex and contested and is
adopted within this review to recognise the process whereby the state is active in
encouraging a free market economy with market forces and competition becoming
prioritised over the welfare state and the reallocation of resources (Newman 2011;
Metcalf 2017).

The most significant period of welfare reform has been post 2010 with David
Cameron’s coalition government (2010-2015) and David Cameron’'s own
conservative government (2015-2016) signalling a change in emphasis through
austerity driven rhetoric following the financial crisis in 2007-2008 to end welfare as
a “lifestyle choice” (Patrick 2017, p.4). For example, in 2011 the UK government
launched the Welfare Reform Bill based on the argument that out of work claimants
including disabled people, had become too dependent on benefits rather than
obtaining paid employment; and that this was promoting a culture of dependency
and irresponsibility which was in marked contrast to responsible citizens who were
in work; thus, defining from the outset the difference between the “deserving” and
the “undeserving” (Patrick 2017, p.2). Perceptions of deservingness will be returned
to later in this review.

Noteworthy, is that this tone was set by New Labour with Gordon Brown’s
government arguing that Labour had inherited a welfare system that had rewarded
people for not working (DWP 2008, p.5). Brown’s intention to overhaul the welfare
benefit system centred on achieving an 80% employment rate by reducing by one
million the people claiming incapacity benefits by 2015 (DWP 2008). This paved the
way for moving disabled claimants from incapacity benefit (IB) to employment and
support allowance (ESA) and for introducing the work capability assessment (WCA),
a tougher form of medical assessment than previous, no longer considering wider
impacting socio-economic factors (Grover and Piggott 2010). ESA was viewed as
temporary until disabled people either recovered from or adapted to their health
condition. New Labour’'s message was clear that disabled people were expected to
engage in back-to-work activities and if they did not meet the requirements of their
“work related activities”, they would have their benefit reduced (DWP 2008, p.15).
The Government’s relentless focus on achieving independence from the welfare

state is interesting as arguably in a society where inter-dependence exists, it is
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difficult to conceive of people being wholly independent from social and welfare
support (Beresford 2016; Patrick 2017). According to Beresford (2016, p.2) the term
welfare has become contentious yet “is essentially concerned with how we take care
of each other as human beings”. Indeed, welfare has a broad reach with a complex
interplay between dependence and inter-dependence, with social welfare
recognised as the “most stigmatised and problematised form of welfare” (Patrick
2017, p. 8). Lister (2016, p.xi) agrees that although welfare in the UK in relation to
the welfare state was a positive one with the state supporting its people “to fare well
from cradle to grave”, adopting the phrase “welfare dependency” from the USA
signifies a negative, limited and stigmatised view which denies dependency as part
of being human. Lister (2016) argues for a system where social security relieves as
well as prevents poverty and provides us all with genuine protection and support at
difficult times in our lives. Indeed Lister's (2016) position reminds us to identify as
people who may be in need of support through our own unpredictable life
circumstances rather than distancing ourselves from others dependent on welfare.
Reinforcing this point, she quotes John Hills (2015, cited in Lister 2016, p. xii)
stating: “there is no “them and us”- just us”. This theme has resonance with stigma

and perceptions of deservingness, which will be discussed later.

Interestingly, Labour in establishing the Department for Work and Pensions (DWP)
in 2001 to supersede the Department for Social Security (DSS), shifted the focus
from the language of security to one where work is deemed the best way for people
to secure their own personal welfare and where concerns about welfare
dependency have continued to pre-occupy successive UK governments (Lister
2016). For example, the Welfare Reform Bill (DWP 2011) distinguished between
responsible citizenship and those dependent on welfare reinforcing a them and us
culture, which could only be remediated through significant and radical welfare
reform (Patrick 2017). These far-reaching proposals have continued through
successive legislation, paving the way for the Welfare Reform and Work Act, 2016
(DWP 2016). Certainly, austerity with reduced work opportunities in the public sector
and successive legislation to constrain trade union leverage regarding depressed
wages, terms and conditions has paved the way for dependency on low paid private
sector employment as the only alternative to starvation for many people (Visentini
2018). Indeed, there appears to be cross party agreement that the solution to

minimising poverty is through welfare reform, getting people into work more quickly
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and using conditionality and sanctions for those who don’t manage, without any
critical consideration of the experience of low pay and poor working conditions
(Jensen 2014).

2.4.2. Work Conditionality, Citizenship and Benefit Sanction

...now you have to have to sign a contract that says: you do your bit and
we’'ll do ours... you have to seek work and take work — or you will lose your
benefit. (Cameron 2012, online)

One of the most controversial topics within the welfare reform legislation is the
punitive regime of benefit sanctions for those who are viewed as not complying with

conditions set around finding employment and carrying out work related activities.

REFUSE WORK

Vote Conservative

mage 1: Conservative Party’s (2010) general election campaign poster

This is exemplified in Image 1 above, one of five Conservative party 2010 election
campaign posters to reform the welfare system and elaborated through subsequent
government policy. It is interesting to note Cameron’s stance in this 2010 poster with
his fists clenched and pointing his finger, wearing no tie and with shirtsleeves rolled
up as if ready for work and meaning business in both a readiness for work sense
and an aggressive attitude. Cameron stands to our left of the picture looking to the
political right to guide, reassure and appeal to the presumably working taxpayers

behind him. Cameron (2011, online) justifies this by stating:
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..... when it comes to the sanctions, we're also going to clamp down on those
who deliberately defraud the system. No more cautions... So, if you're
unemployed and refuse to take either a reasonable job or to do some work in
your community in return for your unemployment benefit you will lose your
benefits for three months. Do it again, you'll lose it for 6 months. Refuse a
third time and you’ll lose your unemployment benefits for three years.

Disabled people are not exempt from benefit sanctions and in relation to help to

work for disabled people, Cameron (2011, online) adds:

..... we are going to do something for those who aren’t yet ready for work but
who are assessed to be capable of work in the future. They’'ll be offered
training, help, support - and again if they refuse that, they too will lose some
of their benefits... Sanctions for those who abuse the system; real help for
those who need it.

There are several points here. Firstly, is a perception that people are cheating the
system, claiming benefits fraudulently and in need of individual behaviour change to
remedy bad choices (Wright 2016). Secondly, is an assumption that people are
unable to find their own solutions and as such need the government to take control
of their lives further undermining self-esteem (Coote 2014). More significantly, is the
changing view of citizenship with paid work central to defining the dutiful citizen
(Patrick 2017; Gedalof 2018). Paid work is described as “unproblematic” and
endowed with “transformative properties” that extend beyond financial remuneration
to promote health, self-esteem and as a means to beat poverty (Patrick 2017, p.28;
Gedalof 2018). This neoliberal view shifts a liberal theoretical and egalitarian
position of citizenship where people have the freedom from state control to pursue
the life of their choosing, to one of a civic republican tradition where citizenship
becomes the practice of the good and moral citizen and is achieved through
participation in state responsibilities irrespective of rights (Patrick 2017; Gedalof
2018). Indeed, citizenship is viewed as fluid and evolving and is used as a powerful
tool to justify political positions (Patrick 2017; Gedalof 2018). Furthermore, Patrick
(2017, p.19) highlights a discrepancy between citizenship as it is conceptualised
“from above” through political discourse and policy agendas such as welfare reform
and how it is experienced “from below” in terms of actual lived experience of
inclusion and exclusion. Patrick (2017, pp.21-22) calls for “participation rights”
where individuals are considered with “respect and dignity” and have their voice and

preferences acknowledged “through a politics of recognition”. This notion of
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citizenship conceptualised from below emphasising participation rights, supports the

value of participatory approaches in other domains.

Benefit sanctions are linked to the principal of conditionality introduced through the
claimant commitment (DWP 2014). This contractual form of citizenship for out-of-
work benefit claimants including disabled people between the state and the
individual, links entitlement to contribution through the promotion of what seems to
be a fair agreement based on getting “something for something” thus challenging
the “something for nothing” culture and introducing a form of social control and
coercion that justifies benefit sanctions (Patrick 2017, p.23). It is a way of re-
educating benefits claimants how to become good and dutiful citizens (Gedalof
2018). The claimant commitment is an agreed, personalised contract with clear
expectations of adhering to job seeking and training opportunities in order to secure
paid employment (Gauke 2017). However, this contract not only refers to the
contractual relationship between the out-of-work claimant and the state but also to
the relationship between the out-of-work claimant and the taxpayer (Patrick 2017).
According to Patrick (2017) this highly divisive ploy reinforced the government’s
contract with taxpayers to ensure that money was not wasted on people who
refused to work. Arguably, this has created a two tiered citizenship affording people
who are working taxpayers status over those who are on out-of-work benefits,
feeding into public perceptions of deservingness and highlighting the duty of benefit
claimants to the government and the UK taxpayer but in doing so, neglecting their
rights (Patrick 2017).

Finally, it should be noted that conditionality also affects people who are in work and
receiving welfare support (Patrick 2017). Indeed, benefit sanctions are recognised
as key drivers of food bank usage and appear to be rising with figures from March
2017 suggesting at least a 50% rise for jobseekers not complying with an element of
conditionality such as not attending a job interview, refusing to take a job or leaving
a work training programme, leading to suspension of benefits from anything
between four weeks and three years regardless of any legitimate reasons to justify
these factors (Newman 2011; Jayanetti 2017). Sanctions and compulsion to find
work can have a negative impact on self-esteem and mental health and lead to
further social exclusion including significant debt and hardship for an already

marginalised and vulnerable population (Newman 2011). More significantly, the
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threat of benefit sanctions changes the power dynamic between the out-of-work
claimant and employment support services from one of support, co-ownership and
empowerment to one based on punitive measures of conditionality (Newman 2011).

2.4.3. Impact on Disabled People: fit for work

Welfare reform has been presented as a way to support disabled out-of-work
claimants to make the transition from welfare into paid employment and thus enable
them to become included, socially integrated and responsible citizens (Grover and
Piggott 2010; Patrick 2017). Although the attraction of support into paid work for
some disabled people cannot be disputed, individual experiences of the actual
process suggest that many disabled people are facing further exclusion,
marginalisation and poverty (Newman 2011; Grover 2017). Indeed, the Welfare
Reform and Work Act 2016 (DWP 2016; 2017a) in a bid to save the government
money, reduced welfare spending, capped benefits, abolished the work related
activity component of employment and support allowance (ESA) for new claimants
significantly reducing the amount of benefit paid, and introduced Universal Credit to
be completed by 2022 (see Appendix 2). Despite receiving criticism from opposition
parties and disability charities for unfairly targeting the UK’s poorest families, all
attempts were unsuccessful in overturning the government’s decisions (Low et al.
2015; DWP 2017a).

Noteworthy is that disabled people undergoing a work capability assessment (WCA)
assessing fitness for work and eligibility for employment and support allowance

(ESA) have three potential outcomes. They may be:

1. Found fit-for-work and moved on to job seekers allowance (JSA) or universal
credit (UC) and must be available for and actively seeking work but are
unable to control the type of work or the pay they are willing to work for
(Grover and Piggott 2010).

2. Placed in the work-related activity group (WRAG) and expected to undertake
mandatory work-related activity and agree an action plan with a personal
adviser, which may include volunteering to become fit-for-work.

3. Deemed unable to work due to the nature of their impairment and placed in
the support group which entitles them to higher levels of income than those
on JSA or in the WRAG.
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However, WCA tests for physical and mental impairment are considered harder to
pass with fewer points allocated to many measures of disability making it harder to
be classified as unfit for work (Grover and Piggott 2010; Gentleman 2011b).
Although, the WCA claims to consider capability rather than disability, following a
social model of disability assets-based approach, generally welcomed by disability
groups, it is significantly flawed in assessing work capability (Gentleman 2011b;
Grover 2017). The tick box structure is unable to cope with the gradations of
complex health problems and fails to recognise the fluctuating nature of chronic
illness meaning that many people are classified as fit-for-work despite medical
evidence to the contrary (Gentleman 2011b; Gillberg 2016). Indeed, there are
numerous personal reports of unfair assessment outcomes in the media (Gentleman
2011b; Goodley et al. 2014; Gillberg 2016; Moore 2017; Petrie 2017). Further, the
administration of the WCA has been criticised for being rushed, impersonal and
lacking any empathy (Gentleman 2011b). Assessments are viewed as not making
the savings previously predicted by the Government yet causing significant
deterioration in claimants’ mental health with increased suicidal thoughts
(Gentleman 2011b; Ryan 2017). A number of reports claim higher mortality figures
following being found fit-for-work, however these should be considered with caution

as the circumstances around the deaths is not revealed (Butler 2015).

Indeed, Barr et al. (2015) found that the six-monthly re-assessment of disabled
people was responsible for a significant increase in the number of suicides, self-
reported mental health concerns and higher rates of anti-depressant prescribing.

The re-assessment component was subsequently reviewed in the publication of the
DWP’s (2017b) Improving Lives: the future of work, health and disability policy
document, a 10 year plan to transform employment prospects for disabled people
and those with long term health conditions previously assessed as unable to work
(Grover 2017). However, people with mental health problems may be hit hardest as
changes rarely take psychological issues into consideration and people who appear
capable at the assessment may have hidden support needs (Watts 2017).
Additionally, changes to personal independence payment (PIP) assessments, have
resulted in a loss of financial support for adults with long-term mental health
conditions to access quality of life activities including volunteering (Watts 2017).

Furthermore, the appeal process has been criticised by disabled activist groups as

confusing and inefficient (Bloomer 2017). Evidence suggests that disabled people
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are often discouraged by the DWP from taking the first step (Bloomer 2016). More
worryingly, a freedom of information request revealed that the DWP routinely set
targets for staff to reject 80% of the benefit decisions they are asked to re-assess at
appeal, many of which relate to benefits for disabled people, and this target was
exceeded between the period April 2016 and March 2017 at a rate of 87.5%
(Bloomer 2017). More positively, there have been an increasing number of
successful appeals, (68% for Employment Support Allowance for the period from
October to December 2016), prompting Moore’s (2017, online) strapline in The
Independent “It's funny that there are so many successful appeals against disability
assessments — it's as if there is something wrong with the system”. Whilst the title is
humorous the message is sobering in reminding us of the enormous stress endured

by disabled people navigating the appeals process (Moore 2017).

2.4.4. Workfare: working-for-your-benefits

.....three people start today on this “work experience”. They are to help us
for up to 30 hours a week for eight weeks over the Christmas period. | am
terrified by the idea that head office think they don’t need to pay their staff. |
myself am on part-time minimum wage and if they can have workers for free
now, what is to stop them making my position redundant and using job
centre people to run the store. (Shoezone employee 2012, in Friedli and
Stearn 2015, p.40)

This quote demonstrates the impact of workfare from an employee perspective.
Workfare is the government’s mandatory work activity process of working-for-your-
benefits intended to support the transition from welfare into work and has come
under significant scrutiny and criticism for undermining working conditions by
replacing jobs and undercutting the minimum wage (Clark 2013; Friedli and Stearn
2015). Workfare programmes violate the right to choose work freely and confer
either no employment law protection for participants or considerably less than that
given to paid employees despite similarities of expectation (Paz-Fuchs and Eleveld
2016). Out-of-work benefit claimants are forced to work to remain eligible for their
benefits and made to take part in employee skills building training to modify attitudes
to become more employable (Friedli and Stearn 2015). This individualises the
problem away from wider issues such as “market failure, precarity, the rise of in-
work poverty, the cost of living crisis and the scale of income inequalities” (Friedli
and Stearn 2015, p.45; Wright 2016).
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There is a trend amongst several high street employers and public services in
utilising workfare participants to fill seasonal vacancies or gaps in services caused
by financial cutbacks and redundancies rather than employing additional staff or
paying overtime to existing staff (Clark 2013); with the escalation of workfare
placements having a significantly negative impact on the availability of paid
employment (Clark 2013). Under the DWP mandatory work scheme, which is
outsourced to and organised by large private for-profit companies (e.g. G4S, Serco),
people referred by the Jobcentre are compelled to work for 30 hours per week for
four weeks without pay or face benefit sanctions despite DWP research
demonstrating that this has had no effect on future employability (Clark 2013; Coote
2014; Friedli and Stearn 2015). Indeed, some writers have compared this to
community service, a form of punishment after having been found guilty of an
offence (Moore 2014; Toynbee 2014). Successful campaigns against workfare, for
example, Boycott Workfare a grassroots UK-wide group aiming to end forced unpaid
work for people receiving benefits, have pressurised high street shops and charities
to stop workfare placements; and some local authorities have rejected workfare,
whilst many public and private sector organisations continue to profit from unpaid
work (Clark 2013).

2.4.5. Employability of disabled people and welfare fraud

..... nice work if you can get it. And you can get it — if you try. (George and Ira
Gershwin 1937)

Underlying welfare reform is the government’s view that work is both available and
good for you emphasising a position that paid work is unproblematic (Patrick 2017;
Gedalof 2018). This position presupposes that disabled people are out-of-work
because of default of character rather than acknowledging that there may be a
problem with the availability of suitable work (Grover 2017). Despite many disabled
people wishing to contribute as responsible citizens the problem appears to lie more
with the lack of flexibility of paid employment, uncompromising employer attitudes
and a lack of attention to the skillset of disabled people (Gillberg 2016; Grover
2017).

Interestingly, the belief that neoliberal flexibility in the labour market has created

more employment, is countered by Newman (2011) in her systematic review of the
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assumptions underpinning return to work programmes in the UK and she suggests
that despite the majority of out-of-work claimants wanting to work, the casualisation
of the job market and associated risks through job insecurity due to low quality, part-
time and temporary contracts, is negatively affecting mental health making the
decision to remain unemployed, a rational one. This appears particularly so in areas
of high unemployment and deprivation where low pay akin to poverty levels pushes
people into working extensive hours affecting both individual and family quality of life
(Newman 2011). Whilst recognising that being out-of-work significantly increases
the risk of poverty, being in employment does not guarantee a way out of poverty
(Newman 2011) thus challenging the government’s mantra that work always pays.
Indeed, many people move in and out of work and routes out of poverty often
require a second household earner; full-time work; promotion; further education and

training; improved health; or an increase in benefits payments (Newman 2011).

Attempts to support disabled people into work have tended to rely on separating and
categorising disabled people into either a work related activity group (WRAG) or a
support group creating further division and framing the problem in terms of work and
perceived employability rather than health, thus risking further misperception by the
public that some disabilities or illnesses are more or less deserving that others
(Grover and Piggott 2010; Garthwaite 2011). This serves as a form of “social
sorting” of sick and disabled people into hierarchies of claimants defined by a
perception of their ability to engage in paid employment (Grover and Piggott 2010,
p.266). More worryingly, social sorting is based on an individualised view of
disability that fails to recognise the broader issues of the labour market; the wide-
ranging socio-economic disadvantages faced by disabled people; and the
subsequent outcome of impact on income (Grover and Piggott 2010). Within the
WRAG social sorting is again applied on the basis of compliance or non-compliance
with the mandatory work-related activities and income is further reduced for those
who are deemed non-compliant (Grover and Piggott 2010). Although this type of
social sorting is not new, it highlights the social exclusion of vulnerable and

marginalised disabled people within society (Grover and Piggott 2010).
Whilst those in the WRAG are recognised as people found unfit for work but able to

do some work related activity such as training or volunteering with the potential to

move into work at some stage in the future; and many disability charities support the
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government’s aspiration to facilitate more disabled people into work, there is
recognition that this should not be at a financial cost to disabled people (Low et al.
2015). These points were highlighted in the parliamentary review document, Halving
the Gap? (Low et al. 2015), which responded to the government’s proposed
reduction to employment and support allowance and its impact on halving the
disability employment gap. It was supported by Members of the House of Lords in
conjunction with disability charities to provide a helpful overview of the employment
and economic situation of disabled people in the UK from the perspective of

disabled peoples’ charities (Low et al. 2015).

The employment figures for disabled people are striking, with only 10% of those
living with mental illness in paid employment; disabled people more likely to be in
low paid jobs and part-time work; and more likely to live in poverty with a third of
families with a disabled person living in poverty (Low et al. 2015). Disabled people
are clearly a vulnerable population and although it is difficult to argue that any help
to work scheme that supports disabled people transition into paid employment does
not have a potential benefit, it is problematic to defend a government that appears to
conflate support with punitive measures (Patrick 2017). Indeed, this highlights the
contrast between the transformative potential of welfare reform on the lives of
disabled people with the actual reality of the lived experience as a result of welfare
reform (Patrick 2017). Wright (2016), in her qualitative research of the lived
experience of claiming benefits and receiving advice from employment services
recognises two dominant models of the active welfare claimant. The first takes an
individualised and deficit view of someone who is morally, solely and personally
responsible for their wrong decisions and needing correction through sanctions and
welfare reform to “become active” (Wright 2016, p.236); whilst the alternative
narrative is of a more connected community of experience of people who are
already active and who have the capacity for dynamic political engagement and
action but are in need of empowerment (Wright 2016, p.239). Wright's (2016)
evidence supports the latter position and challenges the dominant and individualised
discourse as deeply flawed calling for policy makers to engage with evidence from
lived experience of claiming benefits to more fully understand the links between
motivation, behaviour and outcomes. More controversially, Berlant (2011, in
Goodley et al. 2014, p.981) views work as “a practice of slow death” and the

“physical wearing out of a population” particularly for those in low-income jobs.
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Goodley et al. (2014, p.981) suggest that policies of “neoliberal-ableism” privilege
conquering disablement and embracing ability in order to survive and call for

alternatives beyond work and slow death for disabled people.

Turning to welfare fraud, there is continuing public perception that billions of pounds
are lost each year due to benefit fraud despite figures published by the DWP
indicating that the actual figures are significantly lower than media attention would
suggest and are insignificant in comparison to estimates of money lost each year
through tax evasion (Jensen 2014). Indeed, members of the public identifying
fraudulent benefit claimants in a type of witch hunt, led to more than 280,000 tip-offs
to the national benefit fraud investigation hotline during 2015-17 despite no
evidence to support any fraudulent activity (Cowburn 2018). Further, during the
financial periods 2015-16 and 2016-17 there was an 87% no result outcome
meaning the government could find no or little evidence to substantiate fraudulent
claims despite the recruitment of an additional 200 anti-fraud officers, involving
lengthy surveillance (Gentleman 2011a; Cowburn 2018). The amount invested in
anti-fraud investigations appears disproportionate; and critics have questioned the
lack of attention to tax fraud and evasion, which constitutes a far greater loss of
revenue for the government (Gentleman 2011a). The number of people making
fraudulent claims is estimated as less than 1% of all claimants and is likely to be the
poorest, most marginalised people in society with the actual amounts involved being
very small and the motivation being less to do with greed and more to do with
struggling (Gentleman 2011a; Cowburn 2016). Unsurprisingly, resulting sanctions
and making people pay back over-claimed amounts pushes people further into
poverty (Gentleman 2011a). Indeed, under claims are more common and many
over-claims are from people failing to report changes in their circumstances or
wrongly completing forms rather than having any fraudulent intent (Cowburn 2016).
Despite the reality of the extent of benefits fraud, stigma of benefits claimants
including disabled claimants along with a perception of benefit claimants as

scroungers and undeserving appears to persist. This will now be explored.
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2.4.6. Perceptions of Deservingness- Poverty Porn, the “Benefit Scrounger”

Narrative and Stigma:

..... if you are not careful, the newspapers will have you hating the people
who are being oppressed, and loving the people who are doing the
oppressing. (Malcolm X [no date])

The above quote from the human rights activist Malcolm X (1925-1965) has synergy
with the UK where public support and a rise in stigmatising media coverage and
reality television programmes provide limited and startling depictions of life on
welfare benefits, giving way to derogatory judgemental attitudes that are then
reinforced by politicians and sections of the media (Patrick 2017). The term “poverty
porn” has been used to highlight both the obscenity of poverty where people are
objectified for the gratification of others as well as the emotional arousal incited
through repetitive viewing (Jensen 2014, p.1). Such media coverage provides
“voyeuristic tourism” where moral judgements are made about deservingness and
offers a view of a dysfunctional welfare state leading Jensen (2014, pp. 1-2) to

conclude that:

..... such programmes repeat imagined connections between welfare
recipients and moral laxity, greed and even criminality...[which] functions to
embed new forms of “commonsense” about welfare and worklessness.

In critiquing this position Jensen (2014, p.2) draws on Pierre Bourdieu’s (1972)
notion of “doxa” meaning “that which goes without saying because it comes without
saying” thus reinforcing how critical analysis and debate become denied in a world
of sound bites and media commentary and where the perceived social world

becomes viewed as self-evident and legitimised. Jensen (2014, p.2) states:

..... these new forms of commonsense themselves signal how far the social
democratic model of social security has been corroded under neoliberalism
and replaced with a more punitive and limited model of welfare, littered with
sanctions and restrictions and characterized by conditions to be satisfied,
rather than by universal entitiements.

Commonsense welfare discourses suggest that people claiming benefits don’t want
to work and are happy to be rewarded by the welfare system for not working; that

paid employment is the only way to escape poverty; and that total employment is
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possible in neoliberal times of austerity (Jensen 2014). Indeed, these positions view
out-of-work claimants as problematic and rely on media support and political action
to redress the balance (Patrick 2016, p. 246). People become divided into polarised
binary positions such as passive versus hard working; dependent on welfare versus
independently working in paid employment; responsible versus irresponsible, none
of which critically engages with the wider socio-political context including the serious
challenge of paid employment in a neoliberal economy (Jensen 2014). Moreover, it
individualises social issues thus blaming the individual for being unemployed,
experiencing family breakdown, addicted to substances, having limited education,
and being in arrears, thus denying any underlying and systemic causes of poverty
(Patrick 2016, p.246). Lister (2016) agrees that the division of people into either
workers or shirkers is simplistic which denies that many people are forced into a
cycle of moving between low paid work and unemployment due to the insecurity of
available work as well as the reliance on benefits for those already in paid work.
Patrick (2017, p.6) notes that disabled people traditionally regarded as deserving
are now being viewed as “undeserving claimants” and “workshy” needing
continuous medical assessment to prove their eligibility for welfare support. Thus,
the term skiver as a person of social loathing has been roused by wilful and
premeditated media attention to denote welfare trickery and fraud; and by inventing
anxieties about the fraudulent activities of people entitled to welfare support; such

entitlements can be more easily challenged (Jensen 2014).

According to Gedalof (2018, p.83) the changing narrative around disabled people
encompasses several concurrent themes namely: a shift in the discourse around
disabled people as vulnerable individuals deserving of charity to that of “benefit
scrounger”; the reframing of the social model of disabilities’ recognition of the rights
and language of independence and autonomy to one where disabled require state
intervention, surveillance and discipline; and a growing lack of recognition of
disablement viewing all disabled people as “work-able”, conferring status through
their relationship to paid work. Indeed, Gedalof (2018, p.83) recognises that this
narrative “eliminates any space in which to consider the complexities of a debilitated
body”, and presumably one could also add mind. Interestingly, this accords with
criticism of the social model of disability in ignoring the disabling aspects of
impairment on people’s bodies and arguably people’s minds (Shakespeare and

Watson 2010; Shakespeare 2013). Gedalof’s (2018) critique is compelling as she
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examines how the selective appropriation of the disability rights movement’s
language of independence and being more than a label is specifically linked by the
government to work, thus supporting an able-ist agenda where a person’s worth is
measured by their workability which is regularly re-assessed with any lack of

progress punishable through benefit sanctions.

The stigmatisation and shaming of disabled claimants is well reported (Garthwaite
2011; Newman 2011; Briant et al. 2013; Garthwaite et al 2013; Coote 2014;
Garthwaite 2015; Baumberg 2016; Beresford 2016; Patrick 2016; Patrick 2017;
Gedalof 2018). Indeed, the changing narrative of disabled benefit claimants as
scroungers has also attracted a range of media criticism and academic research
interest, arguably in light of the threat of furthering the oppression already
experienced by disabled people (Briant et al. 2013; Baumberg 2016; Gedalof 2018).
For example, Briant et al.’s (2013, p. 874) content analysis of five newspapers
during the period 2010-2011 to a similar period in 2004-2005, found a significant
change in the way that disability including mental health was reported, with an
increase in the number of articles using derogatory language to describe disabled
people; a growing lack of compassion towards disabled people; and a link between
claiming disability benefit and intent to deceive. Briant et al. (2013) acknowledge
that many derogatory terms used by the press reflect terms first used by politicians.
Interestingly, some disabled people were considered more deserving than others,
particularly those with a physical or sensory impairment who were viewed as having
“triumphed over adversity”; whilst people with more invisible impairments such as
mental illness, chronic pain or depression were viewed as potentially faking their

symptoms (Briant et al. 2013, p. 884).

The government’s justification for redefining disability categories through changing
benefit entittement and reclassifying “disabled people as non-disabled people who
are pretending to be disabled” (Briant et al. 2013, p. 885) is evident in the fitness for
work assessment where thresholds of ability have been elevated to consider those
previously categorised as disabled now fit-for-work (Briant et al. 2013, p. 886). The
language of reactivation of disabled people into work (Briant et al. 2013, p. 875) is
an interesting one assuming that out-of-work and disabled benefit claimants are
lying dormant and can be brought back to a working life with the flick of a switch or a

change of batteries. It is an almost Orwellian concept and conjures up an image of
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Fritz Lang’s workers in the film Metropolis who appear robotic and downtrodden in a
mechanistic type of employment whilst serving their higher order masters.
Interestingly, Patrick (2016, p. 246) notes that the experience of out-of-work welfare
claimants is not unique to the UK and cites examples from welfare reform in
Germany where people living in poverty are now perceived as ‘“threatening”

replacing their previous position as a “threatened” population.

In further exploring this issue, Goffman’s (1963, p.15) seminal theory of stigma is
useful in recognising how people viewed as different or deviant become discredited,
rejected and excluded through the belief that “the person with a stigma is not quite
human”. The term stigma originates from Greek and refers to a visible symbol that
was cut or burned into an individual's body to publicly declare their negative moral
status (Goffman 1963). According to Goffman (1963, p.14) there are three types of
stigma: “abominations of the body” referring to physical impairments or deformities;
“blemishes of individual character”, including deception, mental illness, addiction,
homosexuality, unemployment, and radical political beliefs; and “tribal stigma”
associated with race and religion. Goffman (1963, p.14) recognised that stigma was
not a quality or product of the individual and was interested in the strategies used by
people to manage the accompanying feelings of shame, disgrace and the fear of
being judged and discredited (Goffman 1963; Tyler 2014a). Shame is central to
stigma and is defined as a situation where a person “is disqualified from full social
acceptance” by failing to meet the standards set by other people, societies and
cultures and thus facing exclusion and disapproval (Goffman 1963, p.9). Thus
Goffman’s (1963) notion of stigma has both a sociological and a psychological
component. However, Goffman (1963) has received criticism for his view of
disability and for focusing more on the person and less on the socio-economic
structures and political power dynamics causing stigmatisation and inequalities
(Perez 2014; Tyler 2014b; Tyler 2014c; Baumberg 2016).

Indeed, Baumberg’s (2016) large-scale quantitative study is helpful in understanding
contemporary views of benefits stigma from both claimants and non-claimants and
adds significantly to the predominantly qualitative research in this area by providing
statistical evidence of the scale of the problem in the UK. Baumberg (2016, p.183)
recognises three types of benefits stigma namely: “personal stigma” where the

individual devalues their own identity by the very need to claim benefits;
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“stigmatisation” where there is a perception that other people will devalue the benefit
claimant’s identity; and “claims stigma” where stigma is experienced during the
process of claiming benefits through lack of privacy, long waits and the belittling
experience of feeling judged and mistrusted. His results indicate that 34% of
benefits claimants reported either self-stigma or stigmatisation from others with 27%
of claimants less likely to claim benefits due to their experience of shame; 49% of
claimants provided at least one shame related response in the survey; and 30% of
claimants believed that they were not treated with respect when applying for
benefits leading Baumberg (2016) to conclude that benefits stigma is not a

peripheral issue.

Grover and Piggott (2013, p.373) explore how emotions maintain social order
recognising that shame and embarrassment are moral emotions directed towards
the self and associated with culturally acceptable behaviour; whilst disgust, anger
and contempt otherwise known as the “hostility triad” also responsible for
maintaining social order, target others as in the case of media attention towards out-
of-work and disabled people (Briant et al. 2011; Grover and Piggott 2013, p373).
Disgust about people’s morality leads to dehumanisation and gives authority and
justification to treat people differently and thus marginalise and exclude groups and
individuals that are viewed as potentially polluting society (Grover and Piggott
2013). Thus, there is a disconnect between the government’s ideal of welfare reform
based on the premise of including disabled out-of-work claimants in work and
society through a mantra of equality for disabled people, compared to how policies
and the media are representing and further marginalising disabled people (Grover
and Piggott 2013).

Interestingly, stigma may not lead to shame when there is a strong personal identity;
when devaluation from others can be disputed; and when people redirect the label
of undeserving to others (Baumberg 2016). Indeed, Patrick’s (2016; 2017)
longitudinal qualitative research on the lived experience of welfare reform followed
benefit claimants including those with disabilities over a five-year period to explore
the extent their lived experience corresponded with the dominant political narrative
of welfare reform. Patrick (2017) found that the most common response used by
claimants for coping with the shame of receiving out-of-work benefits was a process

that she termed “defensive othering” where stigma was deflected by benefits

58



claimants onto those that they perceived as less deserving than themselves in order
to strengthen their own sense of deservingness (Patrick 2017, p.168). Thus, shame
and the internalisation of negative messages including poor self-esteem, which
might further social exclusion for already marginalised people is avoided and self-
identity is protected. Similarly, in Pemberton et al.’s (2016) study, participants were
keen to deny any identification with worklessness, which they attributed to others.
This unwittingly colludes with and supports the dominant narrative already espoused
by politicians and the media as a form of social control and dilutes any potential
collective challenge of solidarity to the current situation (Tyler 2013; Pemberton et
al. 2016; Patrick 2017). Indeed, Tyler (2014a; Tyler 2014b) calls for further research
focusing on the experience of neo-liberal influences on stigma, welfare, class,
poverty, work and dis/ability. According to Baumberg (2016) benefits stigma could
be reduced by calling politicians and the media to account for their continuing role in
propagating stigma against benefit claimants; by making the process of claiming
benefits more respectful; and by changing the structure of the benefits system to be
more universal, more generous and less conditional. It remains to be seen whether
the roll out of Universal Credit within the UK may have some positive influence on
reducing benefits stigma. Interestingly, Ken Loach’s (2016) film “I Daniel Blake” in
poignantly highlighting some of these issues, reinforces Baumberg's (2016)

recommendations.

2.4.7. At the time of writing

This research and writing period has witnessed successive Conservative
governments with Boris Johnson currently prime minister, replacing Theresa May in
July 2019, who followed David Cameron as prime minister in June 2016 as a result
of the Brexit referendum. However, despite significant changes in leadership, the
welfare reform agenda remains, focussing attention on championing the people who
are in work and seeming to continue to disregard those who are not in work and
struggling (Patrick 2017, p.5). For example, the 2017 government manifesto,
Forward Together (Conservative Party 2017) claimed to have no further radical
welfare reform intentions but continued to aim for one million more disabled people
into work; and to roll out Universal Credit, providing a single monthly payment to
replace other benefits. The rolling out of Universal Credit continues in 2020 despite
significant criticism and evidence of increasing hardship and poverty due to

prolonged waiting times and government bureaucracy. In opposition, the Labour
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Party’s social security manifesto (Labour Party 2018), pledged to change the culture
of demonising those not in work and to end the regime of punitive sanctions. This
return to a language of social security was likely an attempt to create distance from
the Conservative government’s focus on welfare dependency. In Scotland, social
security was devolved on 1%t April 2018 to the Scottish Government with
employment services now operated by Fair Start Scotland (BBC News 2018).
Following consultation, participation in work related activities including volunteering,
is now voluntary and not linked to fear of benefit sanctions as in the rest of the UK
(BBC News 2018; Hepburn 2018). Given that devolved powers for social security
will not be fully operational in Scotland until 2021 (BBC News 2018; Hepburn 2018),
it remains to be seen how this will impact on disabled people including those living

with mental illness in Scotland.

2.4.8. Summary

This theme introduces conversations around welfare reform in the UK, summarising
the key issues facing out-of-work disabled claimants including those living with
mental illness. Whilst the government could be commended for attempting to
support disabled people into work, welfare reform policies namely, conditionality and
workfare, remain contentious, individualising social issues, redefining work- ability
and failing to recognise wider socio-economic difficulties in the labour market, this
further marginalising and socially excluding disabled people. Although studies have
investigated the lived experience of welfare reform (Tyler 2014 a; 2014b; Baumberg
2016; Patrick 2016; Pemberton et al. 2016; Patrick 2017) and included some out-of-
work disabled participants, no study has focussed specifically on out-of-work people
with lived experience of mental illness who are volunteering in the context of welfare
reform and no study has adopted a participatory methodology. This study is
therefore well placed to fill this gap. The next section considers conversations in the

literature on mental iliness and recovery.

2.5. MENTAL ILLNESS AND RECOVERY

..... recovery isn’t about getting back to where you were before, it's about
building something new. (Rethink Mental Health 2018, online)

Finally, this review turns to consider mental illness and recovery from a critical

perspective. It begins by exploring the social model of disability before reflecting on
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the influence of the Mad Pride movement and critical psychiatry and concluding with

a critique of the concept of recovery from mental iliness.

2.5.1. The social model of disability

In the UK, the social model of disability (Oliver 1983) challenges the traditional,
dominant bio-medical view of disability as a personal deficit in need of fixing by
medical experts, including allied health professionals; and explains how this cultural
discourse reinforces the social oppression and exclusion of disabled people through
negative attitudes, pejorative language and environmental barriers (Shakespeare
2013). Influenced by the civil rights movement in the US and feminist campaigns,
the model originated in the UK in the 1970s with a group of disabled people who
formed the Union of Physically Impaired Against Segregation (UPIAS) aiming to
stop the segregation of people with impairments and to provide opportunities for full
participation in society where people would have control over their lives, live
independently and have access to paid employment and productivity (Shakespeare

2013, p. 214). In their Fundamental Principles of Disability, they stated:

..... in our view, it is society which disables physically impaired people.
Disability is something imposed on top of our impairments, by the way we
are unnecessarily isolated and excluded from full participation in society.
Disabled people are therefore an oppressed group in society. (UPIAS 1976,

p.3)

Here, they distinguish between impairment, any functional or physical limitation
within the person, which arguably also includes any mental or sensory limitations,
and disability, the experience of social exclusion and restrictions on participation
due to social and physical barriers enforced by society, which UPIAS (1976) assert
has led to the systematic oppression of disabled people. In redefining disability, the
model disputes notions of normality; challenges the medicalisation of people with
disabilities in need of professional treatment and/or public pity; and shifts attention
to a view of disabled people where the removal of externally imposed barriers is a
moral, societal obligation that will enable full participation (Shakespeare 2013).
Further, it recognises through emancipation that disabled people have the power to
challenge negative perceptions of self, and by way of a collective identity, are in the
best position to influence and manage services and organisations including those

involving research activities (Shakespeare 2013). Indeed, an example pertinent to
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this study is the UK government’s emphasis on gradations of impairment to
distinguish between those who are more deserving than others, forcing disabled
people into a victim mode and risking dividing a united disabled front (Oliver 2013).

Arguably, the social model view of disability was initially narrowly influenced by
UPIAS as white heterosexual males, with physical impairments (Shakespeare and
Watson 2010; Shakespeare 2013). It is now widely recognised that people who
experience mental illness also experience social exclusion and barriers to
employment and housing and feel devalued and stigmatised by mental health

identities and diagnostic labels (Harper and Speed 2012).

Whilst the social model of disability has been significant in redefining disability and
applying political pressure from disability rights activists and disability studies
academics, the model can also be considered flawed in its argument that
disadvantage has nothing to do with individual impairment (Shakespeare and
Watson 2010). In concentrating on the role of society and structural change to tackle
problems faced by disabled people, the model ignores the complexity of disability
and the disabling aspects of impairment on people’s bodies (and one could add
minds) where for many people particularly those experiencing chronic and
degenerative conditions it is a combination of disadvantage from intrinsic
impairment and social environments and attitudes that limits participation
(Shakespeare and Watson 2010; Shakespeare 2013). Reflecting on criticism from
disabled feminists that the model disregards disability as personal and experiential
and denies the experience of disabled people’s bodies, Shakespeare and Watson
(2010) recognise the social model of disability as inadequate in conceptualising
disability. Indeed, the model denies that impairment is a problem; that people are
also disabled by their bodies; and that impairment is a valued embodied experience
in the lives of disabled people (Shakespeare and Watson 2002; 2010; Shakespeare
2013). Further, Shakespeare and Watson (2010, p. 61) contend that building a
model on a range of dualistic categories such as “disabled/non-disabled” and
“‘oppressed/oppressor” is simplistic, generalist and homogenises diversity thus
creating a disconnect between theory and personal experience. In moving beyond
the social model, Shakespeare and Watson (2010, p. 73) suggest that much could
be gained from research that pays attention to nuanced stories of the interplay
between environmental and individual factors and the experience of disability from

the perspective of people with impairments “to explore real lives lived by disabled
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people and an insight into their real worlds” rather than solely focussing on

oppression and disadvantage.

A useful adjunct to the social model of disability is the affirmation model of disability.
originally proposed by Swain and French (2000) and later critically explored and
clarified by Cameron (2014; 2015). Cameron (2014; 2015) proposes the affirmation
model as a tool to reveal the conflicts experienced by disabled people in creating
positive identities in everyday encounters where self-image and understanding are
formed by both structural inequity and individual experience; and to expose how
negative assumptions about disability continue to affect the social relations
encountered by disabled people in their everyday living. Swain and French’s (2000,
p. 569) affirmative model, grounded in the views of disabled people and disability
culture through the Disability Arts Movement, revealed positive “non-tragic” disabled
identities that countered the dominant and presumptive personal tragedy and
abnormality view of disability and impairment by non-disabled people and revealed
how living with an impairment could be experienced as valuable and satisfying,
validating a positive identity of being impaired and rejecting the dominant value of
normality. Additionally, their affirmative model addressed criticism of the social
model in demonstrating how positive disabled identities could encompass both
impairment and disability and disabled people could take ownership of their
impairment and their bodies (Swain and French 2000). Cameron’s (2014; 2015)
affirmation model helpfully builds upon and clarifies Swain and French’s (2000)
affirmative model to propose a useful framework including definitions of impairment

and disability that recognise impairment as:

...physical, sensory, emotional and cognitive difference divergent from
culturally valued norms of embodiment, to be expected and respected on its
own terms in a diverse society. (Cameron 2015, p. 118)

And disability as:

...a personal and social role which simultaneously invalidates the subject
position of people with impairments and validates the subject position of
those considered normal. (Cameron 2015, p.118)

Thus, impairment is identified as difference rather than deficit and recognised as an
“ordinary” rather than “extraordinary” element of the human experience challenging

the dominant cultural narrative of impairment as abnormal (Cameron 2015, p. 118).
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Furthermore, disability is recognised as a role which forms a productive as well as
restrictive relationship in terms of what people are excluded from in their lives and
more significantly includes the roles that people are required to adopt in relation to
their impairment whether one of personal tragedy or denial of difference in response
to the dominant societal discourse of what is considered normal (Cameron 2015).
This extends and refines Cameron’s earlier (2008, in McCormack and Collins 2012,
p. 157) definition of disability as “the loss or limitation of opportunities to take part in
community life on an equal level with others due to physical and social barriers” to
reflect disability as a role that is both assigned to people with impairments and
adopted by people with impairments themselves in response to everyday
interpersonal interactions and wider societal discourse on disability and impairment.
Cameron’s (2014; 2015) research poignantly and powerfully illustrates the detail of
every-day encounters of disabled people with non-disabled people to reveal how
disabling social relations which he describes as “micro-aggressions and
invalidations” occurring at the level of interpersonal interaction are “reproduced, re-
enacted and reinforced” (Cameron 2015, p. 119). More specifically, he draws on
Freire’s (1976, p. 33 in Cameron 2015, p. 118) definition of critical praxis “involving
reflection and action upon the world in order to transform it” as a means by which
disabled people and their allies can bring critical awareness to everyday micro-
aggressions and invalidations in the fight for emancipation and social change.
Finally, Cameron (2014, p. 29) insightfully reflects on whether aspects of the
affirmation model are implicit in the social model and notes that “access is not the
same as inclusion... there is still a gap between being able to be there and being
valued there”.

This review now turns to consider the influence of the Mad Pride movement and

critical psychiatry.

2.5.2. Critical Perspectives

Arguably, attention to mental illness, lacking in much of the early literature on
disability activism, changed with the growth of Mad Pride, a politically active
movement of current and former mental health service users and allies advocating
that people living with mental illness should take pride in their mad identity and
reclaim pejorative language of madness as positive (Lewis 2013). Originating in
Canada in 1993 in response to the persistent stigma experienced by people living

with mental illness, and now with international influence, the Mad Pride movement
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adopted Judi Chamberlin’s (1978) earlier influential critique of psychiatric services
and personal lived experience of mental illness, to reinforce: the abuse and
dominance of biological approaches to psychiatry that over-rely on diagnostic
labelling, medication, involuntary detention and restraint; the inconsistent scientific
evidence to support neuro-biological theories of chemical imbalance in the brain;
and the ignoring of evidence of wider psycho-social and socio-political causes
(Chamberlin 1978; Lewis 2013). Adopting an emancipatory approach, Mad Pride
advocate for alternative possibilities for recovery including full participation in
decision-making and organisational governance as “consumer/survivors”; and
emphasise peer support and self-management alternatives (Lewis 2013, p.121;
Timimi 2013). These are gradually becoming integrated into government policies
within the UK and accepted by critical psychiatrists keen to challenge the
assumptions inherent in conventional practice including diagnostic labels and
embrace a social model and more collaborative and ethical treatment approaches
that confront biological reductionism and consider the complexity of socio-cultural,
political and economic influences on mental illness (Middleton 2007; Bracken et al.
2012; Kinderman et al. 2013; Lewis 2013; Timimi 2013; Wright 2014). However,
there continues to be a lack of choice for mental illness consumers and biological
treatments in the form of expensive medication continue to dominate, driven by
large profit-making pharmaceutical companies despite controversial side-effects and

lack of sufficient evidence of effectiveness (Lewis 2013).

Furthermore, despite the emphasis on asset-based approaches, mental health
diagnostic labels continue to emphasise individual deficits and pathology (Bracken
et al. 2012; Harper and Speed 2012; Kinderman et al. 2013; Timimi 2013; Wright
2014). Indeed, opposition to mental illness diagnoses and the often inhumane
interventions for people considered to have lost their sanity has longstanding
historical roots in individual disputes, legal challenges, campaigns for raising
awareness of alternative interventions, and through the critical writing of the anti-
psychiatry movement (Lewis 2013). For example, in the 1960s R.D. Laing a Scottish
psychiatrist, challenged the orthodoxy of chemical treatment for psychosis valuing
instead the expression of feelings and experience, and viewed the origin of mental
illness as a means of coping with an irrational world including the family, who were
in turn influenced by wider organisations and society (Lewis 2013). Laing’s views,

which led to the development of therapeutic communities where people were
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encouraged to communicate with one another and were supported in their recovery
with attitudes of dignity and respect, could arguably be viewed as precursors to peer
support and principles of advocacy. However, Chamberlin (1978) questions to what
extent psychiatrists are truly able to relinquish authority, suggesting that therapeutic
communities can be misleading in proposing a neutralising of power. This suggests

the continuation and hegemony of psychiatric positivism.

In understanding dominant discourses in mental health and specifically those arising
from the interplay of power, knowledge and the body, Michel Foucault's (1961;
1982; 2002) contribution is significant. In Foucaultian terms, the dominant discourse
of mental iliness is determined by those with the power to classify iliness, which has
changed throughout history involving for example, psychiatrists, psychologists,
priests and law makers (Foucault 1961). Foucault’'s (1982) interest in how people
become objectified highlights the complex power relationships that have led to
binary positions such as mad and sane, ill and healthy, good and bad which have
further led to the adoption of methods of control. Indeed, Foucault (1982, p.180)
criticises medical professionals for the level of control they hold over people’s
bodies and minds stating that “part of the power of these interpretive sciences is that
they claim to be able to reveal the truth about our psyches, our culture, our society-
truths that can only be understood by expert interpreters”. This is exemplified by
methods of surveillance including the gaze of the psychiatrist in mental illness and
the panopticon as the all-seeing window in the incarceration of prisoners where all
behaviour can be observed and noted as justification for the need for incarceration
and professional intervention and control (Dreyfus and Rabinow 1982).

Foucault's (1982) archaeology of research digs down to expose for examination
rather than interpretation, the process whereby knowledge and power impact on and
are influenced by the body to re-present historical discourse, rules and conditions
through things that are said and thereby enacted or made visible, for example,
about madness and sanity (Dreyfus and Rabinow 1982; Stevenson and Cutcliffe
2006). Foucault's (2002, p. 36) archaeological method therefore describes the
“interplay of the rules that make possible the appearance of objects during a given
period of time”. In this way, genealogy becomes a means to understand through
archaeology how power influences current day concerns and practices, providing a
tool to potentially challenge the position of the establishment, whether medical, legal

or judicial and the accepted wisdom of its members (Stevenson and Cutcliffe 2006).
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Foucault’'s method enables us to examine the continuities and discontinuities of how
knowledge and rules of practice are influenced by power relationships where the
rationale for adopting such rules of practice is often hidden, disguised or
unconscious on the part of those holding power and influence (Foucault 1984).
Interestingly, Foucault’'s concern is primarily with a description of what is said and
what is seen rather than any sourcing of meaning, motivation or explanation
(Stevenson and Cutcliffe 2006).

Attention to power relationships and debate between individual versus societal
origins of mental illness continues today with the critical psychiatry and survivor
movements campaigning for a radical rethink of what forms of knowledge are
privileged, how mental health is conceptualised and how services are delivered
(Bracken et al. 2012; Kinderman et al 2013; Timimi 2013; Wright 2014). Recovery is
now a well-used term within mental health policy and practice yet despite being
adopted by mental health service users and survivors as well as by statutory
psychiatric services and third sector mental health organisations there is some
confusion of definition (Harper and Speed 2012). This review now turns to consider

key issues in recovery literature.

2.5.3. Recovery

..... for many of us who are disabled, recovery is a process, a way of life, an
attitude, and a way of approaching the day’s challenges. It is not a perfectly
linear process. At times our course is erratic, and we falter, we slide back,
re-group and start again. (Deegan 1988, p.15)

The term recovery, recognising that people living with severe mental illness can
improve sufficiently to lead productive lives, became prominent in the 1980s through
the writing of consumer/survivors (Deegan 1988; Anthony 1993; Deegan 1996;
Onken et al. 2007). Influenced by consumer/survivor writing Anthony (1993),
championed recovery in professional literature to manage the effects of
deinstitutionalisation and to promote a new vision for mental health services based
on recovery principles (Anthony 1993; Onken et al. 2007). However there appears
to be some tension between recovery as a process leading to empowerment and
finding meaning, as highlighted in consumer/survivor accounts, and recovery as an
outcome, as indicated in professional accounts (Lloyd et al. 2008; Meehan et al.
2008; Lal 2010). Indeed, Deegan (1988; 1996) in her poignant, painful and poetic
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account of her recovery from mental iliness distinguishes between rehabilitation, a
passive process of adaptation through mental health service provision, and
recovery, a precursor to rehabilitation, which emphasises actively acknowledging
and courageously conquering the trials of the illness to re-establish a renewed
sense of self and intention both within and beyond the confines of the illness. For
Deegan (1988, p.13) the lived experience of mental illness is first characterised by
denial followed by a lengthy period of “despair and anguish” where simple tasks
become impossible due to a sense of hopelessness and paralysis. Deegan (1988,
p.14) describes the next stage of recovery as “the birth of hope called forth by the
possibility of being loved” a period of slow, gradual rebuilding of the self through
“hope, willingness, and responsible action” where the ability to do is discovered.
Deegan (1988, p.15; 1996) indicates that this is not about being cured but about
accepting limitations and beginning “to discover who we can be and what we can
do” as active participants in the recovery process. Deegan’s (1988; 1996) narrative
is helpful in highlighting recovery as a deeply personal process (Anthony 1993;
Leamy et al. 2011) that is more about liberation than cure (Bonney and Stickley
2008; Harper and Speed 2012).

Although recovery is recognised as deeply personal, there has been a lack of
conceptual clarity of the nature of recovery (Harper and Speed 2012), thus
prompting Leamy et al.’s (2011) systematic review, focusing on personal accounts
and identifying core elements of recovery fitting the acronym CHIME standing for
Connectedness, Hope, Identity, Meaning and Empowerment. Connectedness
encompasses supportive relationships and connections to the community; hope
suggests “optimism about the future” incorporating motivation, positive thinking, and
having dreams and aspirations; identity involves overcoming stigma and redefining
or rebuilding identity; meaning in life includes quality of life and meaningful social
roles and goals; and finally, empowerment is having personal responsibility and a
sense of control over one’s life (Leamy et al. 2011, pp. 445-448). It is interesting that

hope and optimism are conflated. According to Bruininks and Malle (2005, p. 324):

..... hope is most closely related to wishing...hope is distinct from optimism
by being an emotion, representing more important but less likely outcomes,
and by affording less personal control...When people do have a high
degree of control, they may no longer need to be just hopeful but can be
optimistic because the outcome is now attainable.
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Optimism therefore is a degree of belief and implies some attitude to a rational
calculation or expectation which could be grounded in planning and focussed work,
whereas hope often transcends optimism taking a favourable view whether through
wishful thinking, blind unrealism, spiritual belief or chance (Dholakia 2017).
Interestingly, the CHIME elements have resonance with Deegan’s (1988; 1996)
accounts and provide a conceptual framework for recovery to focus practice,
research and measure outcomes other than symptom control and admission rates
(Leamy et al. 2011). However, Leamy et al. (2011) acknowledge that focusing on
personal narratives ignores wider socio-cultural issues of discrimination, stigma,
community integration and employment opportunities. In contrast, Onken et al.’s
(2007) ecological framework considers both the personal life context of the
individual and the wider socio-cultural and environmental barriers that result in
oppression, and the dynamic relationship between the two. Onken et al. (2007)
suggest “hope” (individual), “opportunity” (environment) and “choice” (the interplay
between the individual and the environment), “can promote or hinder recovery”
(Onken et al. 2007, p. 10). Interestingly, we see hope being referred to again here
rather than optimism. We therefore return to the point raised earlier by Shakespeare
(2013) that it is this dynamic combination of personal impairment and wider
ecological factors that may limit or support full participation, integration and inclusion
and that any “personal disposition toward positive recovery must be complemented

by a facilitating environment” (Onken et al. 2007, p. 19).

Indeed, critics of recovery agree that individualising what are inherently social
problems conceals the structural causes of mental distress and prevents these from
being explored from a more political and collective perspective (Onken et al. 2007;
Harper and Speed 2012). Further, the over-emphasis on individual responsibility in
recovery where the person is expected to confront their negative attitudes and
cognitions to bring about change within their personal life endorses a political and
neo-liberal approach of responsible consumers where distress is individualised, and
any collective identity is denied (Harper and Speed 2012) as suggested earlier by
Oliver (2013). In emphasising self-management of the mental illness experience as
a personal tool for change, the onus of responsibility for managing the impact on
wellbeing from conditions such as poor housing, unemployment, poverty and other

social determinants of mental health problems is transferred to the individual rather
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than society (Harper and Speed 2012), thus raising the question of agency, choice
and control. Finally, placing emphasis on strengths and assets merely reframes a
deficit model by highlighting polar opposites rather than demonstrating a more
liberating approach to the conceptualisation of mental illness (Harper and Speed
2012).

2.5.4. Summary

This theme has introduced critical conversations considering mental illness and
recovery from a consumer/survivor and professional services perspective. Whilst the
social model is helpful in focusing societal responsibility, it is the combination of
disadvantage from intrinsic impairment and social environments and attitudes that
limits participation (Onken et al. 2007; Shakespeare 2013). Empowering disabled
people through self-management and self-determinism risks individualising social
problems and prevents them from being explored politically and collectively (Onken
et al. 2007; Harper and Speed 2012). This section has illustrated the personal
experience of recovery and the personal and collective challenges for people
recovering from mental illness. No study has been identified that consider the
experience of recovery through volunteering from an inclusive and collaborative

perspective. This study is well placed to fill this gap.

2.6. REVIEW CONCLUSION

This review sought to gain answers to four questions posed at the outset. Overall,
these questions have been answered and gaps have been exposed. The literature
on volunteering has highlighted a range of significant benefits for individuals and
communities and although there is some indication that volunteering can contribute
to recovery for people with mental illness, research evidence is limited and there
were no studies identified adopting a PAR approach.

The challenges of volunteering appear embedded in the current UK socio-political
context influenced by neoliberalism, austerity, welfare reform and the dominance of
paid employment as central to citizenship where volunteering is perceived through a
vocational lens. Additional tensions include volunteering as a potential form of
employment substitution, and as a means of coercion and proof of fitness for work.
More concerning is literature exposing the detrimental effect on the lives of out-of-

work disabled welfare claimants through stigma and perceptions of deservingness.
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Further, the pervasive debate between individual and societal responsibility has
highlighted the risk of individualising social problems, preventing them from being
explored politically and collectively. Occupational therapy literature predominantly
supports a vocational perspective of volunteering viewing it as a stepping-stone to
employment and as a preliminary stage in the vocational rehabilitation process
where people may get stuck. This narrow focus would benefit from further
exploration alongside consideration of how volunteering is conceptualised in relation

to mental illness and recovery.

In summary, this literature review has highlighted limited empirical work exploring
volunteering from the perspective of people with lived experience of mental iliness in
their recovery and no PAR study was identified from a volunteering perspective. The
need for an in-depth exploration of this experience within the current socio-political
context using a participatory methodology is therefore justified and this project has
the potential to address these gaps. The next chapter outlines the methodology for

the study.
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CHAPTER 3: METHODOLOGY: RESEARCH STRATEGY

Within any research process, key elements require to be open to scrutiny, namely:
the research strategy governing the choice of methodology linked to the desired
outcomes; the theoretical perspective or philosophical stance informing the strategy
including views on epistemology and ontology; the influence of the researcher’s
personal and political worldview; and finally, the methods and procedure used to
gather and analyse data (Crotty 2003, p.3). Identifying these elements in depth
ensures the soundness of the research and enables the outcomes to be convincing
(Crotty 2003). This seems reasonable; however, the last ten years has witnessed a
changing landscape of social scientific inquiry with a blurring of boundaries between
research perspectives and paradigms and a toughening of perceptions of difference
(Denzin and Lincoln 2013b). According to Lincoln et al. (2013, p. 200) “paradigms
are beginning to interbreed such that two theorists previously thought to be in
irreconcilable conflict may now appear, under a different theoretical rubric to be
informing one another's arguments”. Indeed, traditional positivist approaches
embedded in a quantitative paradigm have been challenged by qualitative
approaches from an interpretive paradigm; whilst a critical and emancipatory
approach based on exposing and seeking to challenge inequalities and oppression
in marginalised groups has gained recognition as an alternative paradigm
questioning the assumptions of the other two (Oliver 1992; Kemmis 2008; Henn et
al. 2009; Kemmis et al. 2014). Regardless of complexity, justifying the chosen
methodology and underpinning theoretical influences lays the process out for
scrutiny (Crotty 2003).

This chapter describes the research strategy and methodological choices adopted in
this study, justifying a critical and emancipatory paradigm and why | chose
participatory action research (PAR) as the methodological approach underpinning
my research strategy. | begin with an exploration of critical social research and
emancipatory disability research before exploring PAR in the context of a broader
family of action research and considering the philosophical and theoretical
perspectives aligned with critical PAR. | reveal my epistemological and ontological
choices and my personal and professional worldview assumptions influencing and
being influenced by a critical-emancipatory paradigm and PAR approach to this

study. | conclude with the challenges and criteria for judging quality in PAR and
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finally, | consider how the PAR project sits within the overall PhD thesis. The

following Chapter 4 describes the research process, design and methods.

3.1. Adopting a critical-emancipatory social research paradigm

Selecting an appropriate research paradigm is essential from the outset, guided by
the purpose of the study and researcher assumptions about how new knowledge is
best achieved (Henn et al. 2009). Competing paradigms have conflicting views of
the nature of knowledge and how to judge knowledge claims and are generally
polarised along a spectrum from a positivist paradigm, usually associated with
quantitative research strategies to an interpretive paradigm, usually associated with

qualitative research strategies (Henn et al. 2009).

The positivist paradigm asserts a scientific view of the world where knowledge of
phenomena including the social world is directly observable and understood as facts
that can be explained in terms of general laws of cause and effect (Henn et al.
2009). It originates in the work of the philosopher August Comte (1798-1857) who
was interested in discovering the “truth” about the social world based on natural
laws developed through scientific treatment through empirical observations of
concrete facts, which challenged theological and abstract metaphysical beliefs at
that time (Henn et al. 2009, p.12). Logical positivism, using an inductive approach
through further observation to verify and apply the theory as a law to similar
phenomena, was criticised by Karl Popper (1902-1994) who recognised a flaw in
assuming that laws would apply to all situations given that potential situations might
contradict previous observations that had not yet been explored thus leading to the
contemporary positivist paradigm incorporating Popper’s hypothetico-deductive
method of refuting or falsifying theories rather than verifying them, by putting them
to the test against newly observed data in a “theory-then-research” approach
(Hennn et al. 2009, p.14). Arguably however, a positivist approach fails to look
beyond observable phenomena that it cannot test, and favours large-scale,
statistically based projects placed under structured scientific conditions emphasising
standardisation, researcher control and objectivity (Henn et al. 2009). Therefore, a
positivist view of knowledge as truth and the rigorous methods associated with
generating data appear to sit in direct contrast to the purpose and desired outcomes
of this participatory study which is less concerned with testing a hypothesis,

uncovering reliable facts, and explaining cause and effect and more concerned with
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exploring the complexities in the social world of volunteering from the perspective of

people with lived experience of mental iliness.

In contrast, the interpretive paradigm is concerned with knowledge that is socially
constructed and a product of the context in which it is located and is based on
understanding meanings and interpretations that are not directly observable, where
the social world is studied in its natural state through, for example, participant
observation or in-depth interviews, to understand naturally occurring behaviour
(Henn et al. 2009, p.17). Interpretivism draws on the work of Max Weber (1864-
1930) who argued that in developing our knowledge of the social world we should
first seek to understand it from the perspective of the research participants in order
to appreciate their behaviour and intentions, values, motivations and purpose
behind it (Henn et al. 2009, p. 15). This paradigm encourages participants’
subjective accounts to be expressed in their own words, accepting the importance of
language and human behaviour as shaped by the meanings people have of their
world (Henn et al. 2009). Research is generally small scale based on detailed
descriptions of what is heard or observed with the researcher adopting an insider
position with the intention of understanding rather than explaining actions and
situations from which theory can evolve in an analytic-inductive method based on a
“research-then-theory” approach (Henn et al. 2009, p.17). This paradigm is
attractive in that it listens to participant voices in an attempt to interpret and
understand human behaviour within the participant experience but is ultimately
passive in accounting for or challenging the influence of power structures or history
on that experience (Henn et al. 2009). Arguably, the interpretive paradigm seeks to
understand rather than to challenge or change the participant situation, which is a
key intention in my study. Additionally, participants may be vulnerable to the
dominance of academic researchers enforcing their own subjective interpretations
on them. Indeed, the power dynamic between researcher and participant appears to
be less well articulated in terms of decision-making about purpose, method or
involvement in data analysis making compatibility with a participatory approach less

clear.
A third approach prominent in critical social research is the critical-emancipatory

paradigm concerned with recognising and understanding the social, political and

historical influences on human thought and action and specifically how social
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structures oppress and have historically oppressed certain societal groups including
disabled people (Oliver 1992; 2002; Henn et al. 2009). A key premise is to expose
inequality, exploitation and injustice; to give voice to excluded and marginalised
groups; and to help clarify oppression in order to precipitate social change (Henn et
al. 2009, p.17). Arguably, adopting a language of enabling voices to be heard by
breaking down barriers for both listeners and speakers is more empowering and
emancipatory (Maguire 2000). This paradigm encourages flexibility in research
approach with adaptation of methods to realise emancipatory research goals (Henn
et al. 2009). However, it has attracted criticism for being too politically orientated
and contravening the notion of the researcher as neutral in the research process.
Arguably, all research is inherently political, and no research is entirely “value-free”
with some research agendas hidden or “suppressed” within conventional research
(Henn et al. 2009, p.18). Levels of participation of marginalised groups within

research and the researcher position are reoccurring themes that will be revisited.

This project set out to explore the experience of volunteering with a group of adults
with lived experience of mental illness, engaged in unpaid voluntary work in the
community through personal choice as part of their journey of recovery. The aim of
the project was to hear about the benefits and challenges of volunteering as well as
about socio-political and welfare systems that support people with mental illness to
volunteer. People with lived experience of mental illness are often marginalised
within society and are more likely to face social exclusion and social disadvantage.
A critical-emancipatory paradigm is therefore best suited to guide this project to its
desired outcomes with its emphasis on examining and understanding historical,
social and political influences on the experience of volunteering and in enabling
participant marginalised voices to be heard. Further, a key objective of this study
was to produce something through action that would be of benefit to the group
and/or the wider community, which reflects the critical emancipatory paradigm’s
commitment to social change. Therefore, in rejecting a positivist and interpretivist

paradigm, this study adopts a critical-emancipatory social research paradigm.

Given the critical-emancipatory paradigm’s flexibility in selecting methodology and
method, this chapter now explains why | chose participatory action research (PAR)
as the approach underpinning my research strategy. However, given that my study

involves working with people with lived experience of mental illness, it seems
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necessary to first explore the influence of critical social research and more
specifically emancipatory disability research before examining the fit between a

critical-emancipatory paradigm, emancipatory disability research and PAR.

3.2. Critical Social Research and Emancipatory Disability Research

Emancipatory disability research sits alongside feminist research methodology
under the umbrella of critical social research, a theoretical framework and
movement of critical thought first developed as a critical theory of society by the
Frankfurt School, in the period between 1923-1950, under the influence of a range
of neo-Marxist scholars including Max Horkheimer and Theodor Adorno who
through interdisciplinary philosophical and social critique including that of the arts
and humanities, attacked the orthodoxy and perceived capitalist class bias of social
research, proposing that research practice reinforced systems of oppression at the
expense of social liberation (Henn et al. 2009; Cunningham 2014). Indeed, the
Frankfurt school, a diverse group of cultural dissenters (Dant 2003), were strongly
critical of positivism viewing it as lacking in sensitivity to human and social issues
and unhelpful in providing any links to practice (Cunningham 2014). Critical theory
therefore provides a theoretical interpretive framework for analysing and exposing
oppression in marginalised populations and typically targets political ideology,
capitalism, the mass culture industry, technology and the media including how
language within the public arena has a tendency to reinforce oppression and
marginalisation (Cunningham 2014). Modern culture viewed broadly as the way in
which ordinary people live their lives in work, leisure, socially and as consumers is
criticised for unnecessarily restricting people’s freedom to reach their full potential
(Dant 2003). The role of critical theory is to enlighten people to liberate themselves
from historical, cultural and taken for granted influences that create an experience of
“‘unfreedom”, by imagining and acting differently through reasoned argument,
resistance and non-acceptance of universal values and normative patterns of
thinking and being (Dant 2003, p.163). Interestingly, critical theory with a
background in interdisciplinary methods lends itself well to participatory and arts-
based research practices with a focus on being accessible to all whilst dissipating

disciplinary barriers and shifting power to research participants (Cunningham 2014).

Emancipatory disability research originated from the disability rights movement in

the 1980’s-1990’s and was championed by Oliver (1992) in recognition of the lack of
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research capturing the experience of disability from the perspective of disabled
people themselves or the social structures where disability is located; a lack of
reference to political or policy issues; and the dominance of traditional research
methods controlled by non-disabled academics as experts in the pursuit of scientific
knowledge thus perpetuating an elitist hierarchy that precludes knowledge creation
to advance emancipatory goals (Oliver 1992; 2002 Barnes 2003; Henn et al. 2009;
Russo and Beresford 2015). Oliver (1992, p. 103) argues that in order to reverse the
“alienation” of disabled people through positivist and interpretive research
paradigms, the social relations of research production has to be reconsidered.
Alienation here refers to the disabled person as research subject, typically
estranged from involvement in the research process other than to meet the

researcher's ends, thus aligning with a Marxist view of alienation “...from the
product of research, from the process itself, from other research subjects and,
finally, from the self” (Oliver 1992, p.103). Oliver (1992, p. 105) continues
“...disabled people have come to see research as a violation of their experience, as
irrelevant to their needs and as failing to improve their material circumstances and
quality of life”. Indeed historically, positivist research has reinforced an individual
pathology model of disability highlighting impairments and medical and rehabilitative
interventions; whilst interpretive research in presenting the meaning of disability for
disabled people has tended to remain at the level of expert researcher and
informant and has failed to take cognisance of disability as social oppression or
impact on improved services and quality of life (Oliver 1992; Stone and Priestly
1996; Oliver 2002). Furthermore, in previously favouring qualitative methods,
emancipatory disability research has distanced itself from narrative methods that
emphasise a personal tragic or heroic individualised view of disability at the expense
of data that supports the collective experience of the structures of disablement
(Barnes 1996; Henn et al. 2009). Emancipatory disability research therefore adopts
the social model of disability as an epistemology to expose disabling societal
structures that continue to marginalise disabled people (Oliver 1992). It disrupts the
hegemony of academic research by giving control of the production of research to
disabled people for disabled people through disabled organisation (Oliver 1992;
Stone and Priestly 1996; Oliver 2002); and counters the argument for researcher
objectivity by reinforcing the need for solidarity in anti-oppressive research (Stone
and Priestly 1996). Calling on researcher commitment to emancipation Barnes
(1996, p.110) states:
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...... there is no independent haven or middle ground when researching
oppression: academics and researchers can only be with the oppressors or
with the oppressed.
However, the distinction between oppressed and oppressor is not always clear-cut
with categories and social contexts changing over time and the latter including some
disabled people in certain contexts (Barnes and Mercer 2006). Indeed, Barnes’s
(2002, pp.4-9) core principles of emancipatory disability research provide a useful

benchmark for my study and will be revisited, namely:

1. User participation and control over all aspects of the research process or a
commitment to work towards this.

2. Accountability to the disabled community.

3. Adherence to the social model of disability ensuring that the research focus
considers the structures and processes, which create disability.

4. Challenging the discourse of objectivity in research by ensuring that
ontological and epistemological positions and choice of methodology and
data collection and analysis strategies are logical, rigorous and open to
scrutiny

5. Flexibility in choice of methods to suit the nature of the research recognising
that all data collection strategies have strengths and weaknesses.

6. The role of experience should be set “firmly within an environmental and
cultural context, in order to highlight the disabling consequences of a society
that is increasingly organised around the needs of a mythical, affluent non-
disabled majority”.

7. The research should produce practical outcomes that are meaningful for

disabled people and the wider community.

The degree of participation of disabled people having research control and the
position of the academic researcher are clearly articulated within this approach.
However, the distinction between emancipatory and participatory research

approaches is less clear and requires elucidation.
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3.3. Participatory and emancipatory research approaches and levels of
participation
Participatory and emancipatory approaches have different historical and social roots
(Zarb 1992; French and Swain 1997; Traina 2016). Emancipatory research has its
roots in the disability movement, civil rights and political action whilst participatory
research was developed by non-disabled researchers to challenge hierarchical
research relationships redefining subjects as active participants who shared
ownership of research projects that tackled community based social problems and
were orientated to community action (French and Swain 1997; Traina 2016).
Participatory research, whilst potentially supporting the social model of disability, is
not directly associated with it (Traina 2016). Interestingly, Zarb (1992) contends that
working in partnership and involving disabled people in a meaningful way through
participatory research is a prerequisite to emancipatory research. For participatory
research to be authentic, disabled people should not just take part but should be
involved in all stages of the research process including the design and evaluation
(French and Swain 1992; Zarb 1992). However, Zarb (1992) cautions that
increasing participation does not constitute emancipatory research until disabled
people are in full control of the research process and all research decisions. The
question of who controls the research is a significant one in distinguishing between
emancipatory and participatory approaches and Zarb (2002, p. 128 in Henn et al.
2009, p. 43) proposes critical evaluation of existing research through the following
questions:

1. Who controls what the research is about and how it will be carried out?

2. To what extent are disabled people involved in the research process?

3. What opportunities exist for disabled people to shape the research

outputs and influence future research?

4. What happens to the research outputs?

Zarb (1992) further distinguishes between participatory and emancipatory
approaches stating that the latter contributes significantly to the empowerment of
disabled people. However, the notion of empowerment is not unproblematic. Oliver
(1992, p.111) recognises Freire’s (1972) view “that empowerment does not exist as
the gift of a few who have it to be delivered to those who do not; people can only
empower themselves”. The issue for emancipatory research is therefore not “how to

empower people but, once people have decided to empower themselves, precisely
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what research can they do to facilitate this process” (Oliver 1992, p. 111). This
requires researchers to “put their knowledge and skills at the disposal of their
research subjects...to use in whatever ways they choose” (Oliver 1992, p.111).
Indeed, tokenistic participatory strategies involving disabled people and not
confronting systems of oppression leave disabled people positioned in oppressive
ways (Oliver 2002); and failing to give ultimate control to the research participants
for research agendas and resources, or challenging the distinction between
researcher and researched, positions disabled people as less than those in control
(Oliver 2002). Participation is also complex. Examining the extent of research
participation Biggs (1989 cited in Cornwall and Jewkes 1995, p. 1669) outlines four
categories namely, “contractual”: when people take part in enquiries or experiments;
“consultative”. when people are asked for their opinions and consulted before
interventions are made; “collaborative”. when local people and researchers work
together on projects designed, initiated and managed by researchers; and
“collegiate”: when local people have control over the process and work together with
researchers in a process of mutual learning. Arnstein (1969; 2011, p. 5) provides a
typology of eight levels of participation depicted as a series of rungs on a ladder

from “non-participation” through “tokenism” to “citizen control” (Figure 2):

8 Citizen Control
7 Delegated Power Citizen Power
6 Partnership
5 Placation
4 Consultation Tokenism
3 Informing
2 Therapy
Nonparticipation
1 Manipulation

Figure 2: Arnstein’s (1969) ladder of citizen participation (in Arnstein 2011, p 5.)
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Noteworthy is that the bottom rungs, associated with manipulation and therapy are
things done on or to people through for example a passive form of education or
treatment; whilst the middle rungs represent the opportunity for people’s voices to
be heard but without the power to influence or decide (Arnstein 1969; 2011). The
top three rungs represent increasing decision-making authority from enabling
negotiation through “partnership” to full managerial power associated with “citizen
control” (Arnstein 1969; 2011, p. 5). Partnership here represents negotiation and
planning through shared power and decision-making in line with agreed ground
rules (Arnstein 1969; 2011).

Arnstein’s (1969) ladder whilst still influential, has been criticised for being simplistic,
linear, uni-dimensional and reductionist assuming a hierarchical approach and
homogeneity thus negating the complexity of citizen involvement and how for some
people “participation” in itself may be a goal (Arnstein 1969; Tritter and McCallum
2006; Arnstein 2011, p.5; Carpentier 2016). Further, it ignores blocks to genuine
participation such as paternalism or resistance to sharing power on the part of the
power holders or distrust and lack of knowledge for those without power (Arnstein
1969; Tritter and McCallum 2006; Arnstein 2011; Carpentier 2016; Kotus and
Sowada 2017; Beresford 2019). It overemphasises power at the expense of process
failing to account for the conditions in which participation is likely to work,
specifically the dimensions of social trust, open cooperation and information flow
which are key to collaborative problem solving and transparency (Hurlbert and
Gupta 2015; Carpentier 2016; Kotus and Sowada 2017). Indeed, socio-political
change occurring since the ladder’s inception has led to significant democratic
transformation as well as substantial social polarisation leading Kotus and Sowada
(2017, p. 79) to propose extending Arnstein’s (1969) ladder to include categories of
citizen “awakening” (the beginning of engagement in discussion) and “rebel action”
(through social protest and confrontation) to reflect stages of radical action in protest
against coercion and manipulation in order to combat negative effects of
globalisation and declining civil rights. In recognising some improvement in user
participation in health, social care and research agendas Beresford (2019) highlights
continuing inconsistencies through competing ideological and neoliberal political
agendas between service users and the state including lack of funding opportunities
for user-led organisations to remain sustainable and engage more equitably in user-
led research. Despite the wide-ranging limitations of Arnstein’s (1969) ladder, it

remains helpful in emphasising gradations of participation thus giving a language to
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enable some assessment of power divisions and participant involvement in the

research process (Arnstein 1969; 2011; Carpentier 2016).

Whist the intention in my study is to align with a critical-emancipatory paradigm, a
participatory research approach is more suited to the process and desired outcomes
of this study and serves the research intention of working in “partnership” as in rung
six of Arnstein’s (1969; 2011, p. 5) ladder through shared decision making with
people with lived experience of mental illness in a meaningful way. | also wish to
move beyond Biggs’s (1989 cited in Cornwall and Jewkes 1995, p. 1669)
“collaborative” mode to reflect a more “collegiate” position. Further, | am persuaded
by Cornwall and Jewkes (1995) view that a key element in participatory research is
the attitude of the researcher rather than the method alongside continuing self-
awareness and reflexivity. Given that this is a self-funded doctoral project following
a set of institutional guidelines in a process to achieve an outcome that is ultimately
personal and academic, it is difficult to envisage how this could be truly
emancipatory research in terms of full ownership and citizen power and control of all
aspects of the research process. This will be revisited when considering how the
participatory research project sits within the PhD thesis. Having explored the
underpinning research paradigm and associated influences and highlighted the

complexity of participation, this section now turns to explore PAR.

3.4. Participatory Action Research (PAR)

This section introduces and justifies PAR as the orientation to inquiry for this study.
It considers two strands of evolution firstly, from the broader perspective of action
research, a pragmatic utilitarian approach originating in Europe and the USA in the
1940s in response to a need for change and secondly, from an emancipatory and
ideological perspective influenced by Paulo Freire’s pedagogy of the oppressed in
the 1970s addressing power relationships and using collective consciousness to
produce new knowledge for social change (Loewenson et al. 2014) leading to the

development of Kemmis’s (2008) politically orientated critical PAR.

PAR can be described as a research approach emphasising collaborative
participation between members of a community and skilled researchers to produce
knowledge that is relevant to the community, extending theoretical understanding of

a particular situation with a plan for social change (Pant 2014). It is a process of
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research, education and action where participants in the course of transforming
reality, transform themselves (Schugurensky 2014). PAR privileges practical
knowledge and rebalances power dynamics regarding what constitutes knowledge
and the flow of information by utilising a bottom-up approach that mobilises
communities to influence policy and solve local problems (Pant 2014). It transforms
the role of those traditionally viewed as the subjects of research to be active in the
research process as agents of change (Baum et al. 2006; Loewenson et al. 2011;
Loewenson et al. 2014) and challenges research approaches whose sole focus is
on advancing knowledge (Pant 2014). Baum et al. (2006) suggest PAR differs from
other qualitative methodologies in that it aims to improve health and reduce health
inequities by involving people in reflecting and taking action to improve their own
health or situation. Indeed, PAR’s distinct focus on collaboration, political
engagement and social justice has action as an outcome (Brydon-Miller et al. 2013).
It is a collaborative methodology where participants take ownership of the research
process to increase their understanding of their shared situation and problem-solve
to address key issues confronting them (Koch and Kralick 2006). PAR methodology
reflects the values inherent in co-production in public service delivery and seeks to
engage with communities in bringing about real change in people’s lives. According
to Brydon-Miller et al. (2013) PAR research philosophy is built upon the notion that
knowledge generation is a collaborative process in which each participant’s diverse

experiences and skills are critical to the outcome of the work. They state:

..... PAR combines theory and practice in cycles of action and reflection that
are aimed toward solving concrete community problems while deepening
understanding of the broader social, economic, and political forces that
shape these issues. (Brydon-Miller et al. 2013, p. 347).
This approach believes that participants are experts in their own situations and are
empowered to define the meaning, direction and implications of the project. This
facilitates participant ownership and ensures that the research itself is developed in
direct response to current need. This methodology focuses on action and ensures
that research outcomes are concerned with both knowledge generation and
practical outcomes or solutions. Solutions developed by individuals who are
‘experts’ in their own experience arguably have more impact and relevance than
those developed by external professionals or researchers (Koch and Kralick 2006).
As Reason (1994, p.10) states:
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..... we can only truly do research with persons if we engage with them as

persons, as co-subjects and thus as co-researchers: hence co-operative

inquiry, participatory research, research partnerships. [emphasis in original]
PAR is therefore research for action and has a social and political obligation.
Connection between social theory and social action is an essential element of PAR
where theoretical frameworks are integrally connected to politics, examining power
dynamics, exploring the nature of participation, and actively contributing to the
struggle for social justice (Brydon-Miller et al. 2013). Although interpretive strategies
are aligned to constructionism, these seek to understand rather than to challenge
and change which is the essence of PAR. According to Pant (2014, p. 584) the key
principles of PAR can be summarised as a commitment to research that is
collaborative and equitable in terms of contribution, responsibility and expertise
rather than research where power is unexamined and taken for granted; a
commitment to empowered participation through shared decision-making and
negotiation in all stages of the research process; and a commitment through the
research process to critically and systematically clarify and create awareness of
issues, design strategies for action and then re-evaluate for impact and social

change.

PAR sits within a broader framework of action research approaches that share a
belief in the value of social practice where knowledge is generated through
reflection on action designed to create change “in the service of human flourishing”
(Reason and Bradbury 2008, p. 1; Brydon-Miller et al. 2013; Kemmis et al. 2014).
According to Reason and Bradbury (2008, p.1) PAR is “not so much a methodology
as an orientation to inquiry that seeks to create participative communities of inquiry
in which qualities of engagement, curiosity and question posing are brought to bear
on significant practical issues”. As such it can be considered “a philosophical
orientation towards coming to understanding with others” (Scott-Villiers 2014,
p.374). Indeed, action research generally rejects traditional research methods where
the external expert represents the perspective of the participants in the setting; and
critically reconsiders the relationship between the researcher and the researched
valuing research conducted by people “from within the practice traditions” who might
otherwise be research recipients (Reason and Bradbury 2008; Kemmis et al. 2014,
p. 5). Action research is believed to have originated in Europe from the work of

Jacob Moreno, the German born founder of psychodrama, who in rejecting a
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positivist scientific outlook, was interested in participants being actively involved in
conducting social research by and for themselves (Kemmis et al. 2014). Moreno’s
approach influenced the work of Kurt Lewin in the 1940’s, a German social
psychologist interested in group and organisational dynamics, who in adopting a
pragmatic problem-solving approach to social research, recognised that social
action involved a spiral of cycles of planning, taking action then observing and
evaluating that action in a continuous movement requiring further planning, action,
evaluation and reflection (Kemmis et al. 2014; Pant 2014). Thus, action research is
viewed as a cyclical, iterative process “of action and reflection on and in action”
(Zuber-Skerritt 2018, p. 516) that integrates “knowing and doing” and avoids any
gap between knowledge and practice and therefore any difficulty in applying
research findings to practice (Reason and Bradbury 2008, p.1). However, Lewin’s
action-reflection spiral has been criticised as overly simplistic and his research
approach appears to have perpetuated a position of the distant academic rather
than one of facilitating participation and challenging power dynamics (Kemmis et al.
2014; Pant 2014). Indeed, Kemmis et al. (2014) caution that the researcher requires
to remain alert to any self-deception that self-interest and participant interests are
one and the same whilst support from outsider consultants should be examined for
conflict of interests from that of participants (Kemmis et al. 2014). These are

important points, which will be revisited later in this thesis.

The notion of changing social practice by addressing key problems with others
through a dynamic series of action spirals is what links a diverse range of action
research approaches in for example, conservation and ecology, international aid
and development, education and health who despite holding different action
research titles, share a commitment to recognising people’s capacity to become
active participants in research that is geared towards making improvements in their
own settings and practices (Reason and Bradbury 2008: Kemmis et al. 2014).
Indeed, the principles underpinning action research of “self-reflection and critique
through dialogue, collaboration, mutual learning and action” became the basis of
PAR (Pant 2014, p. 583). However, despite similarities underpinning action research
approaches there are significant differences in focus from pragmatic, functional and
economic to emancipatory; and from improving individual educational or nursing
practices, to improving business outputs and efficiency, to working collaboratively

with disempowered and marginalised communities (Reason and Bradbury 2008;
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Kemmis et al. 2014). The latter is indicative of PAR from an emancipatory paradigm
and reflects the significant influence on PAR from the Brazilian educationalist Paulo
Freire (1921-1997).

Paulo Freire’s (1970) Pedagogy of the Oppressed is a widely cited source of PAR
inspiration through his writings on knowledge creation, participation and action and
his belief that people as the subjects of their own history can address injustice
through collaborative research and action (Schugurensky 2014). Freire (1970)
documents his experience of adult literacy in Brazil through critical pedagogy and
the pursuit of emancipatory action involving dialogue, reflection and action to
overcome subordination, colonisation and oppression, emphasising the power of
education as a political tool (Pant 2014). Freire was an educator, theorist, writer,
philosopher and political activist who through personal experience of living in
poverty in rural Brazil developed a sense of respect for and solidarity with others;
and through exposure to liberation theology became interested in issues of
inequality, emancipation and social justice (Schugurensky 2014). Freire developed
participatory systems of governance and educational programmes for workers and
their families based on dialogue and self-management with groups supporting study
and action and encouraging participation, debate and finding collective solutions
(Schugurensky 2014). Indeed, Freire (1970) was influential in bringing literacy to
marginalised Brazilian peasants in a form of political pedagogy that not only taught
literacy skills but also enabled people to find their voice and through “critical
reflection and collective transformative action” to participate politically in the
development of a more democratic society (Schugurensky 2014, p. 369). According
to Schugurensky (2014, p. 369) Freire’s model for social transformation is a triangle
of three key concepts where PAR plays a crucial role, namely: “humanization” as
the direction of the transformative project; “education” as the main activity to move
in that direction; and “politics” as the recognition of the ideological and power
struggles that support or challenge these changes. Freire’s (1970) emancipatory
approach was concerned with recognising power dynamics by raising critical
consciousness and then addressing this through collective organisation to develop
new knowledge that could be used for positive social change (Loewenson et al.
2014). Through “problem posing” (Freire 1970, p.80) and asking thought provoking
questions that encourage participants to ask their own questions, participants “learn

to question answers rather than merely to answer questions” Schor (1993, p.26).
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This process of “conscientization” (Freire1970, p.104) where people are engaged in
critical thinking about their situation was an important antidote to previously didactic
and passive forms of banking education where information is deposited into
students who are passive objects in the learning process (Macedo 2014) and
enabled people to begin to recognise the potential for transformation and to imagine
an alternative reality. Awareness therefore is not an end point but precipitates
critical reflection and action, which are entwined and contribute to social
transformation (Schugurensky 2014). Freire’s model of PAR promotes a partnership
between the researcher and the participants or communities to work collaboratively
in a way that leads to action for change and where power is deliberately shared
between the researcher and the researched (Baum et al. 2006). Therefore, the
academic researcher as partner in the process must be prepared to critically
examine issues of identity; power dynamics and privilege including how his/her
multiple identities inform and shape engagement with participants (Brydon-Miller et
al. 2013).

Freire’s (1970) writing generated insights that had international resonance triggering
Orlanda Fals Borda (1925-2008) a Columbian sociologist who was engaging
peasant communities in their own research, to coin the term PAR and organise the
first PAR conference in Cartagena, Columbia in 1977 (Schugurensky 2014). Fals
Borda was particularly influenced by Freire’s humanistic and profoundly respectful
approach in solidarity with those oppressed along with his commitment to integrating
knowledge of people’s reality with concrete interventions reached through cycles of
reflection and action and political action (Schugurensky 2014). Freire (1970)
emphasised that all people have the ability to be knowers and creators of their world
where they have awareness of their oppression and a desire to terminate it, thus
researchers should respect people’s capacity and right to be involved in the

production of knowledge (Schugurensky 2014). PAR from a Freirian perspective is:

..... collaborative and liberating...an approach that encourages the active
participation of researchers and participants in the co-construction of
knowledge, the promotion of critical awareness and an orientation towards
transformative action...it is about naming the world and changing the world.
(Schugurensky 2014, p. 370)

This study was further influenced by critical PAR (Kemmis 2006, p.96; Kemmis and
McTaggart 2014; Kemmis et al. 2014) defined as a practice-changing practice
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where participants create critical communities and public spheres to “develop a
critical and self-critical understanding of their situation” and how these are “shaped
and re-shaped discursively, culturally, socially and historically”. In line with a critical-
emancipatory paradigm, critical PAR challenges conflict and oppression and seeks
to bring about change (Kemmis 2008). In proposing a definition of critical PAR,
Kemmis (2008) presents a set of arguments drawing on connections to critical
theory, specifically Jurgen Habermas’s (1996 cited in Kemmis et al. 2014, p.34)
notion of communicative spaces and public spheres where people can explore
issues as they occur, change their understanding and transform what they do in
practice (Kemmis and McTaggart 2014). Kemmis (2008, p.123) believes that critical
PAR must work “in the conversations and communications of participants about
crises and difficulties confronted by social systems and the lifeworlds in which
people find meaning, solidarity and significance”. The focus is on identifying and
reflecting on “sayings”, “doings” and “relatings” in other words considering what
people think and say in their current practice; what they do in their practice; and how
they relate to other people and things in their practice (Kemmis and McTaggart
2014, p.208).

Indeed, according to Kemmis and McTaggart (2014) communicative action is when
participants are free to participate and to reach unenforced consensus through
agreement and understanding about what to do in a particular situation rather than
reaching a goal that may be strategic or serve one or two individuals over others.
Communicative action is guided by what is true, authentic and morally right and
proper in the participants’ circumstances (Kemmis and McTaggart 2014). Public
spheres are therefore networks of voluntary and autonomous participant
communication involving interested parties and those normally excluded from
discussion, in an attempt to dismantle hierarchical barriers and “insider” and
“outsider” positions to open up communicative spaces (Kemmis and McTaggart
2014, p.210). This leads to the potential for communicative action and challenge to
“practice architectures” that hold practice in place and reproduce existing ways of
doing things (Kemmis and McTaggart 2014, p.210). Kemmis and McTaggart (2014,
p.211) argue that the purpose of critical PAR is not about creating academic
knowledge but more about contributing to history and “transforming the work, lives
and situations of people in the interest of rationality, sustainability and justice”.

The next section reviews key philosophical ideas underpinning PAR.
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3.5. Epistemology

Epistemology guides relevance of methodological choice and identifies what
knowledge is privileged in the research process (Hathcoat and Nicholas 2014). It is
concerned with ways of knowing or how we come to know what we know and
provides a rationale for what kinds of knowledge are possible and who can be a
knower (Crotty 2003; Berryman 2019). It involves studying the “nature, limitations
and justification of human knowledge” asking questions about “the relationship
between the knower and the known and how knowledge claims are justified”
(Hathcoat and Nicholas 2014, p.302). Three epistemological positions were initially
considered namely objectivism, subjectivism and constructionism (Crotty 2003). As
discussed earlier, objectivism with its positivist stance of one objective truth to be
discovered by the observer, where the world can be measured with certainty and
precision and has meaning prior to and independently of any consciousness of it
(Crotty 2003) was rejected as incompatible with critical PAR due to its view of reality
as independent from individual experience and interpretation. Further, objectivism
dictates a strong distinction between the knower and the known, which is at odds
with researcher-participant engagement and denies the value of co-created
knowledge (Hathcoat and Nicholas 2014).

In contrast, subjectivism believes that there is no objective or external truth and that
knowledge is subjective and wholly created by humans as a result of subjective
experience and awareness which can be at an individual level or that of a
community (Hathcoat and Nicholas 2014). Knowledge is therefore a matter of
perspective and the knower cannot be separated from the known. Although
subjectivism rejects a dualistic world where distance is deemed necessary to
eliminate bias between the researcher and the object under investigation (Hathcoat
and Nicholas 2014), it too was rejected in favour of constructionism.
Constructionism contends that truth and meaning are constructed and emerge
through interaction and engagement with the object under investigation (Hathcoat
and Nicholas 2014). More specifically, social constructionism is concerned with
meaning making that is influenced by social processes and is not solely a product of
the individual (Wimpenny 2010). Indeed, PAR’s theoretical philosophy fits well with
a constructionist epistemology, where knowledge, truth & meaning are socially
constructed & where the criteria for judging reality or validity comes from community

consensus of what is regarded as real, useful or has meaning in terms of shaping
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action within the research and the community (Lincoln et al. 2013). Constructionism
was therefore adopted as an epistemology for this study due to its compatibility with
PAR methodology.

Furthermore, PAR has specific views about where knowledge comes from. For
example, PAR emphasises multiple ways of knowing and challenges forms of
knowledge generation that position non-dominant groups as outsiders. According to
Brydon-Miller et al. (2013, p.352):

..... PAR stems from the understanding that knowledge(s) are plural and that
those who have been systematically excluded from knowledge generation
need to be active participants in the research process, especially when it is
about them.
Additional epistemological considerations become necessary when recognising
PAR as future orientated facilitating change through action with inquiry grounded in
democratic practices based on situational knowledge generating unique outcomes
in specific socio-cultural settings (Hathcoat and Nicholas 2014). PAR prizes
practical knowledge and the creation of new knowledge that has utility for individuals
and communities (Reason and Bradbury 2008; Brydon-Miller et al. 2013). Thus,
practical knowing is privileged in this study as distinct from knowledge that can be
generalised across settings. This is derived from the notion of praxis (Freire 1970) a
type of knowing where people acting on ideas, transform and improve their situation
in a problem focused way (Hathcoat and Nicholas 2014). Indeed, Freire (1970)
believed that everyone has the ability to be a knower and creator of their world thus
prompting researchers to recognise that people have the right to participate in the
production of knowledge (Schugurensky 2014). This PAR project is therefore
underpinned by a value driven commitment to knowledge that is co-created that
values practical knowing and praxis leading to transformation and change. Further,
citing Reason & Bradbury’s (2006) “extended epistemology”, Kindon et al. (2007, p.
13) recognise the value of participant reflexivity in the research process to draw on
“diverse forms of knowing to inform action” recognising that “to practise the
radical...it is not enough to understand the world, but that one has to change it for
the better” (Kindon et al. 2007, p. 13). They suggest that PAR in recognising reality
as socially constructed, naturally opens space for generating knowledge through
creative and innovative methods where many explanations are possible for one

phenomenon (Kindon et al. 2007).
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3.6. Ontology

Ontology, the study of being, is concerned with the nature of existence and reality,
and answers the question “what is real?” (Crotty 2003; Loewenson et al 2014, p.
21). It is closely related to epistemology in that talking about the construction of
meaning is linked to the construction of meaningful reality (Crotty 2003). Different
ontological positions are important as they inform the relationship between the
subject or knower and the object or known and therefore inform the research
approach taken. Although various ontological positions may be used to approach
PAR, they must consider “the participatory role of the action researcher” and “the
quest of the action researcher to change the underlying structure of reality in an
effort to promote justice, equality or democracy” (Nicholas and Hathcoat 2014, p.
570). According to Loewenson et al. (2014) paradigms of inquiry encompassing
ontological positions can be viewed on a polarised scale from positivism, through
post-positivism, critical theory and constructivism, to participatory. Positivism adopts
an ontological position of naive realism believing that the world can be viewed
objectively; that reality is independent of the human mind or the experience of
human involvement; and the aim of research is to objectively describe things within
the world to find a single, observable reality or truth (Loewenson et al. 2014;
Nicholas and Hathcoat 2014). Post-positivism assumes an ontological position of
critical realism and differs from naive realism in acknowledging that reality can only
be viewed imperfectly with some subjective evidence being required to gather a
more holistic picture thus acknowledging reality as involving a range of physical and
constructed factors and forces (Loewenson et al. 2014, p. 20). Critical theory adopts
historical realism as its ontological position viewing reality as constructed not only
through social but also historical processes whereby individual consciousness is
shaped by historical and economic forces as well as cultural, political, ethnic and
gender values which are clarified over time (Loewenson et al. 2014; Nicholas and
Hathcoat 2014). Constructivism, espousing a relativist ontological position posits
that reality is individually and socially constructed and that its very existence is
dependent on a range of mind and social factors thus cognition, emotion and social
groups or structures are believed to provide meaning and denote reality and are
therefore relative to specific contexts (Nicholas and Hathcoat 2014). Finally, a
participatory paradigm adopts an ontology of participative reality where reality is
subjective and co-created and can be accessed through subjective experience and

action (Loewenson et al. 2014).

91



Indeed, PAR reflects an ontology whereby participants are perceived as active
agents with the capacity for reflexivity and self and social change (Kindon et al.
2007). According to Pain et al. (2007, p.29) it is by being open to a range of realities
rather than believing in one reality waiting to be detected that enables PAR to make

a difference through:

..... collaborative knowledge production and knowledges performed
intersubjectively in and through research processes. The politics of most
PAR practices are never fixed but are both a politics of becoming and
betweeness where knowledge, analysis and action emerge between co-
researchers and participants.
In returning to the subject-object duality or the relationship between knower and the
known, Nicholas and Hathcoat (2014, p.571) argue that the participatory action

researcher in exploring social contexts problematizes this relationship by being:

.....a participant in reality rather than a detached observer...[which] places
the researcher in the same ontological position as the reality being
examined. [Thus]...by virtue of direct participation, the researcher becomes
both the knower and the known.
Nicholas and Hathcoat (2014) propose that the boundary between epistemology
and ontology is collapsed due to the participatory nature of PAR, which is less
concerned with maintaining objectivity and more concerned with “states of reality
that are dynamic and changeable by human agency” (Nicholas and Hathcoat 2014,
p. 571). Views of reality are accepted as value laden and PAR “can attempt to
maintain the status quo, deconstruct or demolish structures of power and authority,
solve problems, or democratize social structures through participative interaction”
(Nicholas and Hathcoat 2014, p. 571). Indeed, in discounting PAR as a serious
methodological approach, critics highlight the lack of possibility of objective findings
due to the absence of separation between the knower and the known through

participatory engagement (Nicholas and Hathcoat 2014).

This study therefore rejects a positivist naive realism ontology recognising that it is
unsuited as a position of inquiry for something that is not directly perceptible (Given
2008). The subjective experience of the researcher, associated value judgements
on the research and the research knowledge that is generated in light of this PAR
study can never be viewed as objective truth (Loewenson et al. 2014). Additionally,

a naive realism ontology that aims to examine reality unhampered by human
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contact is in direct contrast to the ontological position required to support the PAR
aim of changing reality (Nicholas and Hathcoat 2014). This study also rejects a post-
positivist critical realism ontology which although recognising that reality cannot be
known in a direct way and consists of both physical and socially constructed entities,
considers that some beliefs or truths are more plausible than others and that
knowledge claims should be empirically tested under conditions whereby they could
also be refuted (Given 2008). Whilst a critical realist ontology is recognised as
compatible with action research, the blurring between the position of the knower and
the known in this study cannot provide a route to an objective epistemology
(Nicholas and Hathcoat 2014).

Given that this project aspires to collaboratively identify strengths and weaknesses
of socio-political and welfare systems that support people to volunteer with a view to
exploring the potential for change, it is interested in how socio-political realities have
historically shaped and continue to influence situations of inequality. A historical
realism ontology in line with critical theory is therefore attractive in that it enables
reality to be critically examined from a historical, cultural and political perspective
(Scotland 2012). Indeed, historical realism considers reality as constructed by the
interaction between language and an independent world where language can be
used as a dynamic of power to both empower or weaken (Scotland 2012). Through
a critical theory paradigm, historical realism seeks to judge reality by considering
how things should be; to alter reality through human action; and to challenge
conventional social structures to expose issues of hegemony, social justice and
inequality (Scotland 2012). It is therefore well suited to a PAR methodology in
seeking to reveal reality through Freire’s (1970) process of critical consciousness
raising to realise social emancipation and change through praxis, a simultaneous
process of repeated action informed by reflection (Scotland 2012, p. 14). This study
is therefore ontologically aligned with historical realism. Further, this study aligns
with the constructivist ontological position of relativism taking the view that different
people inhabit different worlds constituting for them diverse ways of knowing. Social
constructionism is relativist recognising that how things are, is due to the sense we
make of them, which is interpreted through a culturally and historically situated lens.
Therefore, description or narration cannot be viewed as a mirror representation of
reality but as meaningfully constructed within a particular community (Crotty 2003).

Finally, given the focus of reflection and action implicit in PAR and occurring
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simultaneously as praxis, this study also aligns with a participatory ontological
position of participative reality believing that through a shared experience these
diverse ways of knowing can be co-created through participatory reflection and
action which in developing critical consciousness leads to a view of reality as open
to transformation (Loewenson 2014). A participative reality ontology leads to a
methodology that supports collaborative inquiry and action; that is practical and
grounded in shared experience; and aims “not only to explain or predict but also to
understand and transform reality” (Loewenson 2014, p. 22). These three ontological
positions provide a structure for this study to contest dominant systems that outline
the study of reality (Nicholas and Hathcoat 2014). According to Nicholas and
Hathcoat (2014, p. 572) although there are a range of ontological ways to approach
action research, what unites action researchers is “their efforts to change the

content of reality” in a mutual search for mutual good.

3.7. Axiology and Personal Worldview

Axiology describes our understanding of and assumptions about what is valuable
and includes the personal beliefs, values and ethics that shape our actions (Zuber-
Skeritt 2018). This section outlines my beliefs, values and ethics to demonstrate
how these have influenced my actions and decisions about and within the research
process. Creswell (2009, p.6) prefers the term “worldview” to describe how the
researcher’s beliefs about the world and the nature of research shape and guide the
research approach. | find Creswell's (2009, p.9) “advocacy and participatory
worldview” helpful in recognising issues of social justice, going beyond an
interpretivist approach to constructionism based on understanding, to promoting
social change and social inclusion for marginalised individuals and communities
through participation and action. This worldview is political in nature and
emancipatory challenging inequality associated with a dominant neoliberal paradigm
that supports individual accumulation of wealth and destroys social justice (Zuber-
Skerritt 2018). In addressing social issues, it draws on a collaborative approach with
participants, embedded in a view of people as interdependent, empowering them
through the research process in the pursuit of change (Zuber-Skerritt 2018). Kindon
et al. (2007, p.13) agree and cite Reason and Bradbury (2006) who argue that PAR
researchers require a worldview that is reflexive, viewing inquiry as a democratic
process of coming to know. An advocacy and participatory worldview provide the

philosophical underpinning for my position as researcher in this PAR project.
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In addition, as a researcher | bring my own set of values, experiences and ways of
knowing which are embedded in the personal and professional. In terms of my
worldview, the notion of making a difference resonates with my professional
background as an occupational therapist working in a range of mental health
settings. Indeed, PAR has particular congruence with occupational therapy, each
valuing the importance of partnership, collaboration and action with the potential to
challenge occupational injustices (Bryant et al. 2011; Kramer-Roy 2011; 2015;
Bryant et al. 2017). As an occupational therapist, | am also interested in the premise
that engaging in meaningful occupation, in this instance volunteering, can benefit
health and wellbeing for individuals, groups and communities. Indeed, as a newly
qualified occupational therapist | was a founding member of a multi-agency group of
community partners including Edinburgh Volunteer Exchange (now Volunteer
Edinburgh), the Scottish Association for Mental Health (SAMH) and Penumbra in
the mid 1980s promoting volunteering as therapy as a way to improve mental health
for patients in the Royal Edinburgh Hospital, through participation in volunteering
within the hospital and the community. Further, as a mental health practitioner
working for many years in NHS hospital and community settings, | bring a
professional centric understanding of mental illness and recovery that is ameliorated
by a commitment to supporting social justice through the social model of disability. |
acknowledge the complex and dynamic interplay between the person, their
experience of mental illness and their environment and | am drawn to Cameron’s
(2014; 2015) affirmation model in its support of ways of being that embrace
difference as an “ordinary” element of the human experience recognising the need
to reflect on my own assumptions and those underlying other people’s to notice and
challenge everyday disabling social relations (Cameron 2015, p. 118). My
professional understanding of mental illness is also influenced by psychodynamic,
person-centred and humanistic ways of working along with recognition of the
subjective and often uncertain nature of human experience. For example, a
psychodynamic way of working “incorporates an understanding of the unconscious
in what is done and said (or not said) within the therapeutic encounter” between the
person, the therapist and the occupation including recognising and thinking about
emotions that arise in this encounter and acknowledging that occupations are
simultaneously real and symbolic (Piergrossi and Gibertoni 2013, p.105). In terms of
person-centredness | subscribe to the Rogerian belief that people with support,

dignity, compassion and respect have the ability to determine their own needs and
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reach their potential (Anderson 2001). This aligns with a humanistic understanding
rooted in the work of Rogers (1977) and Maslow (1998) emphasising human
flourishing through purpose and meaning, and self-determinism, through creativity
and thoughtful action, to realise aspirations (Vanderweele 2017). In this regard, |
can be described as an outsider researcher as | neither have a recognised mental
illness nor am | currently volunteering however, | subscribe to Oliver's (2002) view
that what is more important in developing less alienating research is in the degree of
control rather than a necessity for the researcher to have lived experience. As an
educator | recognise the transformative power of education. As a citizen | am
committed to a human rights-based approach and the principle of meaningful
participation in decision making contained in the “nothing about us without us”
(Charlton 1998, p.3) user movement. | am attracted to the South African concept of
Ubuntu roughly translated as “| am because we are” celebrating interdependence
and the power of community and solidarity in effecting positive change. This
philosophy of community espoused by Nelson Mandela and Desmond Tutu
contrasts markedly with neoliberal values of individualism and competition as well
as values of independence as espoused traditionally by the occupational therapy
profession (Hammell 2018). Indeed, Heron and Reason (2008, p. 369) in exploring a
participatory worldview grounded in loving kindness rather than manipulation and
control state that “participation is our nature: we do not stand separate from the

cosmos, we evolved with it, participate in it and are part of its creative force”.

3.8. PAR Limitations and Quality Criteria

PAR has a number of limitations in relation to design and process including the
degree of participation and sharing of research control (Pant 2014). Academic
researchers may be unfamiliar with the methods that can be used and may not be
skilled in community negotiation (Loewenson et al. 2011; Pant 2014). Additionally,
PAR has been criticised for manipulating community participation to realise
predetermined researcher agendas and for appearing to offer research control to
participants whilst retaining overall control (Pant 2014). Indeed, there may be
conflicting views about whether the community can be organised to define the
research question, or whether this should be developed by the academic researcher
from the outset (Pant 2014). Clearly the PAR process requires researcher sensitivity
to understand the needs of the community and it is often time-consuming due to the

emphasis on building trusting relationships to enable continual reflection, discussion
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and participation (Cornwall and Jewkes 1995; Loewenson et al. 2011; Pant 2014).
Communities may be sceptical in investing time and energy when there is little
guarantee of direct benefit or may lack interest in taking part (Cornwall and Jewkes
1995; Pant 2014). Notions of participation may be more significant to the researcher
than to the marginalised community and rather than reflecting democracy may be
more in line with western imperialism (Cornwall and Jewkes 1995). More
significantly, participation, dialogue and emancipation are not guaranteed outcomes
of the process where divergence amongst participants may make consensus on
decision-making and action difficult and where many of the problems affecting
communities and the potential solutions appear to be located in higher echelons of
authority (Loewenson et al. 2011; Pant 2014).

In terms of measuring quality, neither the positivist view of validity nor the
interpretivist notion of trustworthiness is adequate in measuring the action-
orientated and practical knowing outcomes of PAR (Reason and Bradbury 2008;
Hathcoat and Nicholas 2014). According to Hathcoat and Nicholas (2014, p.305)
any evaluation of the quality of PAR “tends to be utility focused in that useful
knowledge leads to valued transformations”. Reason and Bradbury (2008, p.43)
support Moser’'s (1975) benchmarks including “transparency” where participants can
track the whole PAR process; “compatibility” between the research aims and the
methods used to achieve them; and authenticity in participant researcher knowledge
of the research situation. Loewenson et al. (2014, p. 43) suggest that a strong test
of validity of method in PAR is the extent to which participants are able to “input their
experience; check, correct and reach a shared consensus on collective results of
the group; and discuss and reflect on patterns and differences to reach a consensus
on the collective findings”.

In challenging concerns about validity in PAR, Anderson and Herr (1999, p. 16)

propose five validity criteria, namely:

1. Democratic validity: ensuring a wide spectrum of perspectives on the issues
are consulted and that all participant voices are represented accurately with
outcomes relevant to the context.

2. Outcome validity: ensuring action orientated outcomes from the research

lead to some form of resolution of the problem.
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3. Process validity: ensuring that the research methodology is appropriate and
qualitative strategies are used to enhance trustworthiness for example:
“reflexivity, triangulation, prolonged engagement, participant debriefing and
member checking”.

4. Catalytic validity: ensuring there is an active commitment on the part of the
researcher and the participants to “facilitate change within and beyond the
research setting”.

5. Dialogical validity: ensuring there is critical dialogue with peers about
research findings and actions to challenge the findings for inconsistencies,

biases and failure to include key stakeholders.

Interestingly, there are some parallels here with Barnes’s (2002) summary of the
core principles of emancipatory disability research and Zarb’s (2002 in Henn et al.
2009, p. 43) questions to critically evaluate research as discussed earlier. The
validity of this study is revisited in Chapter 10, reflecting on the research process
and whether the study met the research aims and objectives and participation

expectations.

3.9. Production and diffusion of new knowledge: situating the PhD thesis
within PAR action research cycles

According to Fals Borda (2011, p. 85) traditional practices of publishing and
disseminating research evidence acquired through academic pursuits that detach
enquiry from publication, are incongruent with PAR and the “search for people’s
power” where published material is considered part of the continuous PAR cycle of

evaluation and action. He states:

..... all the knowledge obtained in the communities...does not belong to the
researchers or to the activists themselves, but continues to be the property
of the investigated community, which has the first right to know the results,
discuss and direct them for its own purpose, and authorize their publication.
(Fals Borda 2011, p. 85)
Indeed, devolving research knowledge, not necessarily confined to written word, to
the respective community reinforces the importance of praxis and facilitates
collective transformation and social change (Fals Borda 2011; Hathcoat and
Nicholas 2014). However as previously stated, this raises a tension for the doctoral

student engaging with PAR, where dissemination of knowledge sits within a wider
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University requirement for the production of a thesis to be submitted for examination
independent from but inclusive of the research findings and PAR process where
PAR as an ideology, with its set of ideas and beliefs is contrasted with PAR as a
methodology, based on method and procedure (Zuber-Skerritt 2018). In
distinguishing between collaborative PAR aimed at social change and independent
research in preparing and writing the doctoral thesis with the intention of making an
original knowledge contribution, Perry and Zuber-Skerritt (1992, p. 204) offer a
model illustrating the difference and relationship between thesis research, core

research and thesis writing (Figure 3):
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conclusions
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writing further

final draft(s) research

Figure 3: Relationship between thesis research, action research and thesis writing
(Perry and Zuber-Skerritt 1992, p. 204).

Figure 3 depicts an interesting and clear distinction with the contribution of the core
collaborative action research project, sitting within and informing the doctoral thesis
as a form of literature; whilst the doctoral thesis is produced independently by the
doctoral candidate to ensure an original contribution to knowledge (Perry and Zuber-
Skerritt 1992; Zuber-Skerritt and Perry 2002; Zuber-Skerritt and Fletcher 2007;
Zuber-Skerritt 2018). This model helpfully highlights the distinction between the
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research intention for the core participatory project and my research aims and

objectives for the overall thesis, as explored in Chapter 4.

Summary

This chapter has provided an overview of the theoretical arguments influencing the
choice of methodology in this project, proposing PAR as situated within a critical
emancipatory paradigm and exploring the nature of participation. The next chapter
outlines the research process and methods selected in the research design

including participant recruitment and ethical issues.
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CHAPTER 4: RESEARCH PROCESS: DESIGN and METHODS

Having established PAR as the methodological ap