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Abstract

Disabled women experience domestic violence and abuse (DVA) at greater rates (14.7%)
than disabled men (7.5%) and non-disabled women (6.0%) (ONS, 2020)!. While recognition
of the disproportionate incidence of DV A against disabled women has grown, existing
research tends to treat disabled women and women with chronic health conditions, such as
Multiple Sclerosis (MS), as a homogenous group. MS is a chronic condition that mostly
impacts women. It has a fluctuating and uncertain nature, with later disease progression and
increased reliance on family members and partners. Thus, MS affects all aspects of a

woman’s life, including her intimate relationships.

This research is the first to explore the DVA experiences of women with MS from an
interdisciplinary standpoint, allowing for the unique perspectives of sociological disability
studies and healthcare to be considered. The study employed a phenomenological qualitative
approach which prioritises the voices of women with MS. Seven participants were recruited
from one NHS Trust in England and participated in online and in-person in-depth semi-

structured interviews and an online co-production workshop.

Drawing upon Evan Stark’s concept of coercive control and Carol Thomas’s theoretical
framing of disability, which emphasises the psycho-emotional dimensions of disablism, the
analysis demonstrates the pattern of DVA tactics employed and the cumulative impact of
disablism and DV A on the women’s MS and well-being. Additionally, this research
contributes further and new information to a growing body of literature on disabled victim-
survivors’ experiences of support, focusing on three help-giving sectors: the police,
healthcare, and specialist victim services. The research demonstrates the barriers the
participants faced, and the interactions and support deemed beneficial to their well-being and
healing journey. The thesis findings lead to recommendations on practical and tangible ways
to improve the support women with MS receive from these help-giving sectors, highlighting

the need for holistic wrap-around support.

1 The CSEW ending in the year March 2020 is the last version which disaggregated the data on
disabled people by gender.
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Chapter 1 Introduction

Domestic violence and abuse (DVA) is not a novel phenomenon. As stated by Harwin
(2006), ‘throughout history and across divisions of class, race, and culture, it has always been
a feature of family life’ (p.556). The continued prominence of DVA in society became
particularly apparent during the COVID-19 pandemic, during which calls to DVA helplines
and services increased (Bradbury-Jones and Isham, 2020). This has been connected to
protective measures, such as stay-at-home orders, resulting in increased forced proximity and
a limitation on social encounters outside of one’s home (Bradbury-Jones and Isham, 2020a).
It was during the COVID-19 pandemic that several Multiple Sclerosis (MS) clinicians in the
UK identified an increasing number of suspected and confirmed cases of DVA among their
MS patients. Upon recognising this, it became apparent that there was exceedingly limited
knowledge regarding the DV A experiences of women with MS and how they would like to
be supported, which would assist healthcare professionals involved in MS care. Thus, two
PhDs were funded to address the specific research topic of MS and DV A, one which focused
on women with MS’s lived experience of DVA and the other on how MS healthcare
professionals understand their role in addressing DVA. Additionally, a postdoctoral role was
funded to create a toolkit of best practice for MS healthcare professionals, using information
generated by the two PhDs.

MS is a chronic and progressive condition of the central nervous system (CNS). The onset of
MS is typically in young adults between 20 and 40 years old, and it predominantly impacts
women, up to 3:1(Ford, 2020). It is an episodic condition whereby impairments fluctuate and
has been recognised as having a considerable impact on people’s lives (Hunter et al., 2021).
People with MS face an unclear disease progression, which most commonly follows a pattern
of relapsing-remitting, whereby they experience episodes of symptoms which they then
recover from either fully or to a certain extent (McGinley et al., 2021). Therefore, their
impairment can be a significant feature in their lives due to the intrusive nature of certain
symptoms and the uncertainty of the condition. People with MS also experience changes in
their lives not connected to impairment effects but instead due to a disabling society, which
erects barriers to their involvement in society and constructs disabling narratives which
impact what disabled people can do, who they can be, and how they are treated. For example,
people with MS experience high rates of unemployment, social isolation, and difficulties
coping with a new identity, in part due to negative views of disability (Cowan et al., 2020).
Whilst strong familial and intimate relationships have been identified as aiding in mental

wellbeing, it has also been highlighted that the stress of diagnosis, progression of the



condition, and subsequent increased reliance on family members and partners for care, can
result in tension and relationship breakdown (Cowan et al., 2020; Hunter et al., 2021). As
such, living as a woman with MS in a disabling society affects all aspects of a woman'’s life,

including her relationships with family and intimate partners.

Violence against disabled people is considered a global phenomenon as recognised in the
United Nations Convention on the Rights of Persons with Disabilities (UNCRPD). In general,
disabled people experience more violence than non-disabled people, with an increased risk of
sexual violence, physical assaults and hate crimes (Hughes et al., 2012). This increased risk
has also been found regarding DV A, with both disabled men and women experiencing higher
rates of DV A than non-disabled women, with a particular risk for disabled women (ONS,
2019; ONS, 2020; ONS, 2022). For example, the Crime Survey for England and Wales
found that in the year ending March 2024, more disabled people (9.2%) had experienced
DVA than non-disabled people (3.9%) (ONS, 2024b). Further, in the most recent release that
disaggregated the data by disability and gender, the survey found in the year ending March
2020 that more disabled men (7.5%) and women (14.7%) had experienced DV A than non-
disabled men (3.2%) and women (6.0%) (ONS, 2020). Classically, feminists have implicated
the patriarchy as the cause of DVA, arguing that the violence experienced is both a cause and
consequence of gendered inequalities (George and Stith, 2014; Lombard and Whiting, 2018).
Whilst undoubtedly patriarchal social structure remains significant to understanding DVA
George and Stith (2014) argued for an intersectional anti-oppressive stance ‘that can address
the multi-factorial causes of violence and the multitude of victims of violence’ (p.185). This
is fundamental as it is argued that disabled women’s experiences of DVA have been
neglected within both the feminist and disability movement, resulting in limited attention to
the specifics of their experiences (Nixon, 2009). Nixon (2009) contended that this results
from the complex positioning of disabled people and women within these social movements
and broader society.

There are a variety of theories put forward by academics that make sense of why disabled
people experience higher rates of DV A, with much of the research focusing on disabled
women specifically. This includes disabled women being perceived as weak and burdensome
to society (Shah et al., 2016; Breckenridge, 2018). Further, it has been identified that the
DVA experienced by disabled women is more complex, such as abuse which targets their
impairment, whilst there are fewer support services available (Thiara et al., 2012). This has
included services not being physically accessible, a lack of accessible refuge accommodation,
and reduced awareness of the experiences of disabled women (Shah et al., 2016). While the

literature on disability and DV A has grown, there remains little research with disabled



women compared to non-disabled women and scarce evidence on the barriers they face when

accessing services, including what changes would be beneficial (Breckenridge, 2018).

Although the available literature provides considerable insight into disabled women’s
experiences of DVA, there has been a tendency to treat them as a homogenous group. Whilst
it is fundamental to recognise that impairment is not the cause of DVA, disabled women’s
experiences of DVA and their support journeys and needs can vary due to impairment.
Women with chronic conditions such as MS may also not identify with the “disability” label,
possibly resulting in their exclusion from the body of research with disabled women.
Currently, there is limited research exploring the DV A experiences of women with MS
(Freedman et al., 2024), and to my knowledge, no research which considers their experiences
of accessing support. Instead, research has utilised quantitative methods, meaning that
experiences are not explored in depth, or focused on other areas such as views on disclosing

mistreatment. Thus, whilst this research remains valuable, there is a significant gap.

Therefore, this research aims to fill this gap by qualitatively exploring the DVA experiences
of women with MS. It does so from an interdisciplinary perspective of sociological disability
studies and medicine. This facilitates a consideration beyond impairment in explaining DVA
and explores disabling barriers within individuals' experiences, while acknowledging the
significant role MS does play in women’s lives and the importance of healthcare in
addressing various impacts of DVA and supporting victim-survivors. While the research
sought to explore the women’s experiences of DVA as broadly conceived to include intimate
partners, family members, and carers, all the participants experienced DVA from intimate
partners, also known as intimate partner violence (IPV). IPV is only one facet of DVA.
However, as the participants identified as having experienced DVA, the research continues to
use the term DVA throughout. To be able to depict a complete picture of the DVA
experiences of women with MS, the research does not simply consider their experiences of
DVA but also the impact of DVA on their overall well-being and health. To extend this
further, the women’s help-seeking is also explored, providing the participants with the
opportunity to discuss how and what types of support they view as necessary. Thus, as
influenced by disability studies, the research aims to provide recommendations which could
improve practice. In doing so, the thesis supports the view that engaging with and listening to
different groups of disabled people is essential to developing a greater understanding of DVA
experiences and help-giving sectors to create policies and practices which effectively support

as many people as possible.



1.1 Terminology and definitions

1.1.1 Domestic Violence and Abuse

Differing terms and a variety of definitions have been used to discuss DVA throughout the
academic and policy literature. Thus, it is important to outline how this research has defined
DVA and the rationale behind the choice of terminology. In the UK, there is a statutory
definition of DVA within the Domestic Abuse Act (2021), which is situated within the
Tackling Violence Against Women and Girls Strategy (Home Office, 2021b). Despite the
Domestic Abuse Act (2021) being located within the overarching framework of the Tackling
Violence Against Women and Girls Strategy, it utilises a gender-neutral definition of
domestic abuse, which obscures the gendered nature of the crime. Importantly, men can
experience DVA, and women can be perpetrators. However, it is crucial to acknowledge the
disproportionate impact that DV A has on women and utilise a definition which reflects this.
Further, the definition provided by the Domestic Abuse Act (2021) does not consider abuse
from carers, meaning it does not fully reflect disabled people’s experiences (see Chapter 2).
Thus, this research aligns itself with the definition outlined by Women’s Aid (n.d):

‘We define domestic abuse as an incident or pattern of incidents of controlling,
coercive, threatening, degrading and violent behaviour, including sexual violence, in
the majority of cases by a partner or ex-partner, but also by a family member or carer.
It is very common. In the vast majority of cases, it is experienced by women and is

perpetrated by men.’

By subscribing to this definition, the research identifies DVA as an issue which
disproportionately affects women, rooted in the pervasiveness of gender inequality and
cultural views of the roles of men and women, locating DV A on the continuum of violence
against women (Kelly, 1998; McFeely et al., 2013). Certainly, locating DV A within the
unequal power structures of society allows for a recognition of DVA as ‘both a cause and

consequence of inequality’ experienced by women (Lombard and Whiting, 2018, p.31).

A variety of terms have been used to describe DV A, including intimate partner violence,
domestic violence, and domestic abuse, with debates surrounding which term best
encapsulates people’s experiences (Donovan and Hester, 2010). For example, Donovan and
Hester (2010) preferred the term domestic violence as it ‘emphasises the impact of the
experiences and keeps in mind the extremity of fear and risk that many victim/survivors live
with’ (p.281). In contrast, Hollomotz (2013) discussed that some feminists have moved away
from the term violence due to its strong association with physical acts, which they deem fails
to demonstrate a full understanding of the emotional and psychological abuse people can

experience. This is supported by Stark (2007) in his seminal piece of work on coercive



control, within which the singular focus on physical violence was deemed a red herring. This
has led to some using the terminology of domestic abuse. For example, within the UK, there
has been a shift to a consistent use of domestic abuse within policy, including in the
Domestic Abuse Act 2021 in England and Wales and the Domestic Abuse (Scotland) Act.

However, others have disagreed that the shift in language to domestic abuse better represents
the experiences of victim-survivors. Aldridge (2021) argued that removing the term violence
results in a minimisation of the seriousness of DV A that women experience and ignores the
gendered nature of this crime. While non-contact forms of DVA must be recognised within
the public sphere, this does not mean that acts of physical violence should go unrecognised,
nor should the horrifying effects that DVA can have. Furthermore, DVA experiences often
include a variety of forms of behaviours and can be difficult to categorise as either abuse or
violence but instead exist on a continuum of violence and abuse against women, meaning it is
not an ‘either/or’ situation for many (Aldridge, 2021, p.1833). Thus, I chose to use the term
domestic violence and abuse (DVA) as it encapsulates the diverse DV A experiences of
victim-survivors, including the participants of this study, and ensures that the devastating
effects of DVA are not overlooked. However, as direct quotes from the participants are used
throughout the thesis, it must be noted that some participants referred to DVA as domestic
abuse (DA) and/or domestic violence (DV).

1.1.2 Disability

Disability is conceptualised differently depending on contextual factors and beliefs. For many
years, the predominant understanding of disability was located within the medical model,
which understood disability as an individual problem of impairment. Through the medical
understanding of disability, which attaches all difficulties experienced by disabled people to
impairment, a personal tragedy rhetoric was created (Barnes, 2020). To counter this, the
Union of the Physically Impaired Against Segregation (UPIAS) proposed the ideological
foundation of the social model in the 1970s in the publication of the Fundamental Principles
of Disability, arguing that disability was a form of social oppression separate from
impairment (Shakespeare and Watson, 1997). Disability theorists, including Mike Oliver and
Vic Finkelstein, developed the foundation provided by the UPIAS and academically
formalised it as the social model of disability (Shakespeare and Watson, 1997). Within the
social model, disability is understood as a social construct whereby social and cultural

processes interact and work together to disable people (Thomas, 1999).



The social model has been identified as liberating, as no longer were the inequalities
experienced by disabled people due to their impairment, but instead, explanations for these
inequalities were sought at a social level (Thomas, 2004). By separating disability from
impairment, a political strategy was formed which revolved around the removal of disabling
barriers, contrasting with previous strategies which revolved around reducing impairment
effects. The social model believes that by doing so, the disability imposed upon people can be
reduced or removed entirely (Rembis, 2020). For instance, a person with MS may experience
disability in the form of a lack of willingness of employers to provide accommodations to

allow them to remain in employment.

While the social model has been important to enable social and policy change, criticisms
have arisen within academia, including regarding the lack of consideration for the personal
experience of disability, oppression, and intersectionality. Indeed, certain social modelists
viewed a focus on the personal as incompatible with social and political change (Thomas,
1999). For example, Mays (2006) discussed that the ‘difficulty of the social model is that it
tends to exclude gender implications in the lives of women with a disability. This male-
centric view limits the understanding of the way disablism is produced and shaped by other
dimensions, such as gender’ (p.150). Meanwhile, Thomas (1999) has emphasised the
importance of considering the personal experience of disability, connecting it to the feminist
movement that established the significance of making what were deemed personal issues,
such as DVA, political issues located within unequal power structures. Indeed, ignoring the

personal experience of disability results in a failure to acknowledge

‘the social causes of oppression which operate in areas of life which involve self-
identity, the intimate, the emotional, the so-called ‘private’. This has the rather ironic
consequence of leaving aspects of social life and social oppression which are so
keenly felt by many disabled people (to do with self-esteem, interpersonal
relationships, sexuality, family life, and so on) ‘open season’ to psychologists and
others who would not hesitate to apply the individualistic/personal tragedy models to
these issues.” (Thomas, 1999, p.74)

As aresult of a lack of consideration of the intersection of gender and disability, as well as
personal experience not being a priority, issues such as DV A have not been prioritised. As
discussed by Thiara et al. (2012) it took nearly 30 years for disabled women’s experiences of
DVA to be taken seriously by the domestic violence movement, while disability

organisations are only relatively recently beginning to become aware of this issue.



In recognition of the criticisms of the social model of disability, which are particularly
pertinent to the topic of this study, the study adopts the social relational model’s definition of
disability. This defines disability as:

‘a form of social oppression involving the social imposition of restrictions of activity
on people with impairments and the socially engendered undermining of their psycho-

emotional wellbeing’ (Thomas, 1999, p. 60).

Through this definition, the social relational dimension of disability is recognised similarly to
that of patriarchy, whereby disability is a form of unequal social relationships between
disabled and non-disabled people which ‘manifests itself through exclusionary and
oppressive practices- disablism — at the interpersonal, organisational, cultural and socio-
structural levels in particular contexts.” (Thomas, 1999, p.40). Thus, disability is ‘reimagined
to have political, material, economic, structural, emotional, intimate, and personal
dimensions’ (Liddiard, 2014, p.116). By adopting this definition, I can attend to social
barriers recognised by the social model, such as disabled people being unable to obtain
employment, the means to live independently or access services, but also the experiences of
disability which affect emotional well-being and construct inner barriers, such as being stared

at, intrusive questioning, and being made to feel worthless.

1.2 Research questions and design

Based on the identified gaps in the literature on the DV A experiences of women with MS,

this thesis aims to address the following research questions:
1. In what ways does DVA manifest in the lives of women with MS?

2. What impact does DV A have on the general health and socio-emotional well-being of

women with MS?

3. What are the experiences of women with MS in accessing support concerning DVA

through healthcare practitioners and other DV A help-giving sectors?
a. What barriers do women with MS encounter when seeking help?

b. What enables successful access to support?

4. How would women with MS like to be supported by healthcare practitioners and
other DV A help-giving sectors?

The research questions focus on how women with MS experience DV A, the impact it has on
them, their journeys for support, and the types of support they consider necessary. This aims

to provide comprehensive and useful information to inform healthcare professionals involved



with women with MS and broader DV A support sectors, ensuring that women with MS can

voice their experiences and opinions to directly shape support.

The research was designed as a two-stage process, employing semi-structured in-depth
interviews and an online co-production workshop. The interviews provided participants with
the opportunity to speak freely about their DVA experiences, guided loosely by an interview
schedule. These interviews provided in-depth insights into each participant’s experience of
DVA, the devastating effects it has had on them, and their experiences of seeking support.
Additionally, the interviews allowed participants to share their views on how best to support
women with MS experiencing DV A, ensuring that their voices are at the centre of any
recommendations made. Following this, I conducted an online co-production workshop using
the software Padlet, which allows for the creation of a bulletin board. In this stage, I took the
findings regarding how they would like to be supported and created a Padlet board. Padlet
allowed participants to comment on posts on the board and engage with the findings and each
other’s comments. This also ensured that the participants were able to voice any

disagreements with what [ had inferred from the data.

1.3 Outline of the thesis

The thesis begins with an overview of the literature in Chapter Two. This begins with an
exploration of what MS is and the importance of locating the study of the lives of people with
chronic conditions in disability studies. Following this, the chapter moves on to critically
explore the DVA policy context in England and Wales, demonstrating the improvements
which have been made whilst recognising the need for broader definitions which reflect
disabled people’s experiences. I then consider how DV A has been conceptualised, exploring
key debates regarding DV A, including gender symmetry versus asymmetry, and the
prominence of physical violence in societal understandings of DVA. To develop this, the
prevalence and unique DV A experiences of disabled women, and their attempts to access
support are then focused upon. Notably, I demonstrate the increased risk and severity of DVA
experienced by disabled women and the comparative difficulty they have in accessing help-
giving services. Moving forward, this chapter highlights the scarcity of research on the DVA
experiences of women with MS and the focus on impairment as the cause of DV Ain the

available research.

Chapter Three outlines the methodological decisions made in this research. It demonstrates

how the ontological and epistemological assumptions and the choice of methodology guided



these decisions. Through this chapter, I outline the recruitment strategy and the precautions
taken to ensure the safety of the participants. This includes a discussion surrounding the
unexpected recruitment difficulties of using online methods. Further, within this chapter, I
discuss the rationale behind conducting semi-structured interviews and an online
asynchronous co-production workshop, highlighting the importance of placing the women’s
voices at the centre of this research. The chapter concludes with a detailed exploration of the
ethical choices made and a consideration of the complexity of reflexivity and positionality
within the research.

Chapter Four, ‘Making Sense of DVA Experiences Through the Lens of Coercive Control’, is
the first analysis chapter. This chapter focuses on exploring the DVA experiences of women
with MS with the help of Evan Stark’s Coercive Control. Through the use of coercive control
as a framework, this chapter demonstrates the pattern and variety of tactics used by the
participants’ perpetrators and how this resulted in entrapment, with entrapment being
understood literally and as the removal of autonomy. This includes degradation, using
children to coerce and exert control, surveillance, and isolation. In doing so, the chapter
extends coercive control’s lens of analysis beyond gender to recognise the unique experiences
of disabled women and how disabling societal views and discourse around disability can play

prominent roles in coercively controlling behaviour.

Chapter Five, ‘The Impact of DVA on the Health and Psycho-emotional Well-being of
Women with MS’, extends the analysis of the previous chapter by considering how the
participants’ DVA experiences negatively affected their well-being and health. Through this,
I consider the central role of Carol Thomas’s psycho-emotional disablism and how the
participants’ DV A experiences interact with this form of disablism, working together to
reduce self-worth and create negative views about themselves as women with MS, which
they then internalise. I demonstrate how this can result in existential insecurity, altering how
the women feel interacting with others and forming romantic relationships. Notably, I
consider the impact this has on the women’s MS, discussing the embodied consequences of
this interaction of psycho-emotional disablism and DV A. The chapter concludes with a
discussion regarding the process that the women had to undergo to realise and identify what
was happening to them as DVA.

Chapter Six, ‘Encounters with the Police’, begins to explore the help-seeking journeys of
women with MS. The chapter begins by discussing the experiences the participants had when
they interacted with the police. Through this, I demonstrate the multitude of barriers that the
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participants faced and the failure of the police to follow the Victims’ Code. Thus, building
upon the entrapment framework outlined in Evan Stark’s coercive control, I consider the
police’s actions through a systemic entrapment framework whereby the disabling barriers
experienced by the women prevented them from having autonomy or accessing the support
they have a right to. Through this, I consider conceptions of justice and the importance of this

to perceptions of experiences with the police.

Chapter Seven, ‘Turning to Specialist Victim Services for Support’, explores the participants’
experiences of specialist victim services, extending the discussion of support from the
previous chapter. In doing so, I demonstrate that some participants experienced disabling
barriers similar to those of the police but, overall, their experiences were significantly more
positive than with the police. In particular, I consider the significance of access to an
Independent Domestic Violence Advocate (IDVA) and the importance of counselling
services. Throughout this chapter, suggestions based on the participants’ views are made

about how to improve practice.

In the final chapter of analysis, Chapter Eight, the participants’ ‘Interactions with Healthcare
Professionals’ are focused on. In doing so, I share participants’ reflections on how they
perceived these interactions, and the support provided, highlighting what they deemed
beneficial and detrimental to their support journey in terms of aiding their well-being, health,
and support for the ongoing effects of DVA. Thus, the chapter seeks to explore the behaviour
and actions of HCPs and how the women perceived them. By doing so, the chapter highlights
the problems of HCPs being able to provide only one facet of support, such as being
empathetic listeners, demonstrating the need for holistic wrap-around support whereby HCPs
are empowered to take action. To conclude, the important role of HCPs in supporting women
with MS who have experienced/are experiencing DV A is emphasised with recommendations

based on the women’s views made.

In the concluding chapter, I reflect upon the research findings by focusing on the broader
patterns underpinning the seven women’s experiences of DVA and support. By doing so, it
allows me to demonstrate the significance of the concepts that I have applied to analyse the
women’s experiences and consider how they work together to present a depiction of how
society and perpetrators treat women with MS. In particular, I explore the extension of
coercive control and entrapment, the role of psycho-emotional disablism in understanding
women with MS’s lives and DV A experiences, and the central role of breaking and building

trust in the participants’ perceptions of their experiences of the three help-giving sectors. This
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chapter also considers the research limitations, discussing the study sample and
generalisability of the findings. Furthermore, I highlight the impact of the research, such as
how the research contributes to clinical practice through the development of a toolkit. The
chapter concludes with what aims to be a thoughtful insight into future research and

developments.
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Chapter 2 Literature Review

2.1 Introduction

In this chapter, I review existing knowledge and discourse on the contexts I identify as being
necessary to frame the research. More specifically, I consider what MS is, the impacts it can
have on individuals’ lives, and how locating this research with women with MS in disability
studies is beneficial to how their lives are understood. Following this, I provide an overview
of the UK policy context of DVA, employing a critical reading to highlight problems within
the framing of DV A and the actions to tackle violence against women and girls (VAWG).
Developing from this policy context, I consider central issues within DV A literature,
discussing how DVA is understood and the progress that has been made to ensure that
understandings of DV A reflect victim-survivors’ experiences. The prevalence and
complexities inherent in disabled women’s experiences of DV A are then highlighted,
providing important context for the experiences of women with MS. Finally, the chapter
concludes by considering the limited literature on DV A and MS. Through this, I identify the
factors which are viewed as increasing the risk of experiencing DVA among those with MS

and problematise the views of inherent vulnerability.

2.2 Understanding Multiple Sclerosis

Multiple Sclerosis (MS) is a ‘chronic, immune-mediated, demyelinating disorder of the
central nervous system (CNS)’ which is characterised by a highly variable course (Brownlee
etal., 2016, p.1336). This means that MS is a condition which results in damage to the
protective covering that surrounds nerve fibres. Specifically, the demyelinating lesions in MS
are found in a number of regions such as the optic nerves, cerebellum, spinal cord and
brainstem, subsequently resulting in neurological dysfunctions as plaques form in the grey
and white matter of the brain and spinal cord (Huang et al., 2017; Ford, 2020). As a result of
the inflammatory lesions affecting a variety of regions in the CNS it is considered the most
common cause of non-traumatic neurological impairment in young adults (Huang et al.,
2017; Brownlee et al., 2016). There are approximately 2.5 million people affected by MS
worldwide, with onset typically occurring in adults between the ages of 20 and 40 years old
(Ford, 2020; Huang et al., 2017). Therefore, MS can have a significant impact on the
trajectory of individuals’ lives (Julian et al., 2008). Further, more females are affected by the
condition than males with a ratio of up to 3:1 (Ford, 2020).

MS is characterised by a variable course. There are three main types of MS: relapsing

remitting MS (RRMS), primary progressive MS (PPMS), and secondary progressive MS
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(SPMS) (Makris et al., 2014). RRMS is the most common form that people present with and
this is characterised by ‘abrupt symptomatic episodes followed by recovery of varying extent’
(Ransohoff et al., 2015, p.135). Over time this can develop into SPMS, a more progressive
impairment, after 10-15 years from onset of the disease with a gradual increase in persistence
of symptoms and associated disability (Ford, 2020). A small percentage, 15%, of people
present from the beginning with PPMS which is a progressive disease course differing from
RRMS as individuals do not experience relapses (Ford, 2020). Instead, individuals with
PPMS experience a slow development of MS with functional impairments becoming
progressively worse (Miller and Leary, 2007). According to McGinley et al. (2021), MS
typically presents itself in a number of forms including unilateral optic neuritis (blurred
vision), brainstem syndromes (hearing loss, vertigo) and focal sensory disturbance
(commonly in the limbs and abdominal/chest banding). The symptoms are extremely variable
by person as they depend on the spatial location of the lesions on the CNS, with fatigue being
the most common symptom experienced by patients with MS (Induruwa et al., 2012; Huang
et al., 2017). For example, tremors and speech difficulties can result from the involvement of
the cerebellum (Ford, 2020).

Unfortunately, the cause of MS is unclear. However, certain environmental risk factors and
genetic factors have been associated with MS. Environmental risk factors include viral
infections such as Epstein-Barr, smoking, vitamin D deficiency and decreased sun exposure
(Makris et al., 2014; McGinley et al., 2021). Further, developed countries and white
populations have historically been associated with a greater incidence of MS (Makris et al.,
2014). Clinical diagnosis of MS is ‘based on history and examination providing evidence of
typical neurological dysfunction’ (Ford, 2020, p.382). In order to distinguish MS from other
conditions which can present with similar symptoms diagnosing MS has a focus on the
dissemination in time and space of lesions (Huang et al., 2017). Dissemination in space refers
to the presence of lesions in specific CNS locations, and dissemination in time refers to
multiple clinical attacks and new lesions developing over time (McGinley et al., 2021).
Magnetic Resonance Imaging (MRI) is typically used to confirm diagnosis and has aided in
allowing for earlier diagnosis (Ford, 2020). McGinley et al. (2021) refer to three treatment
methods for MS: disease-modifying therapies, treatment of comorbidities and symptomatic
treatment. The purpose of DMTs as a treatment for MS is to decrease the frequency of
relapses and neuroinflammation. Comorbidities such as smoking, and depression are
associated with negative effects on MS and thus specific interventions including encouraging

quitting smoking are important in the treatment of MS.
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Hunter et al. (2021) described MS as a ‘physically and emotionally challenging condition
characterised by uncertainty for both the individual affected and their family and fears about
disability progression and loss of independence’ (p.475). MS, therefore, can have a
significant impact on individuals’ lives. For example, fatigue is the most common symptom
of MS and has been described as the ‘most disabling’ and is associated with higher levels of
anxiety and depression (Turpin et al., 2018, p.82). In the study by Turpin et al. (2018),
participants discussed that they had to adjust their lives around the fatigue such as by
becoming a planner and ensuring they had enough rest. It was also found that the participants
struggled with people not understanding their fatigue with fears of being deemed rude or
withdrawn for cancelling plans if their fatigue was impacting them. Therefore, the
participants stated that they changed their behaviour to mitigate any bad feelings,
highlighting that the onus was placed on the person with MS to mitigate the effects of their
fatigue rather than others becoming more understanding or accommodating such as being
flexible about the time of day they organise plans for. Furthermore, the uncertainty of MS has
been identified as having a significant effect on people’s day to day lives and their ability to
plan for the future. Strickland et al. (2017) discussed that the ‘overwhelming uncertainty of
life typified the relationship between the person with MS and their inability to look to the
future with uncertainty. The future seemed filled with possibilities and threats to one’s
ability’ (p.1719).

When considering quality of life and psychological well-being in the early stages of MS,
Strober (2018) highlighted the importance of considering biological, psychological and social
factors to gain a full insight into the well-being of those with MS. This is called the
biopsychosocial model. Whilst not explicitly adopting this model a number of studies have
focussed on the social impacts of MS such as social isolation (Freeman et al., 2020),
employment (Vickers, 2008) and dating (Tabassum et al., 2022). Cowan et al. (2020)
highlighted that people with MS have significant feelings of loss meanwhile Freeman et al’s
(2020) research into social isolation amongst severely impaired people with MS discussed
that being cut off from people as a result of a physical inability to see friends and family
resulted in one participant feeling as if they are a ‘non-person to the rest of the world’
(p.2298). This was further expanded upon through a discussion connecting social isolation to
an inability to move which prevents access to society and normal life. Notably, there failed to
be any exploration which highlighted that society was at fault for not being accessible rather
than the onus being placed on the person with MS for not being more mobile. Others have
identified that a change in working habits such as moving to working from home results in a
degree of social isolation (Strickland et al., 2017). This connection between MS and social
isolation has also been discussed within the context of there being fewer opportunities for

people to date and find a partner (Cowan et al., 2020).
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A prominent theme within research regarding living with MS is the impact it has on
employment. Due to diagnosis commonly occurring among people between the ages of 20-40
years old, it tends to affect those who are in the earlier phases of their careers and working
lives. There are high rates of unemployment or early retirement among people with MS with
it being viewed that people with MS are at an increased risk of losing their jobs (Johnson,
K.L. et al., 2009; Krause et al., 2013). This is problematic for people with MS as it reduces
their ability to be economically stable and may impact their quality of life since being
employed tends to be associated with a higher quality of life (Wicks et al., 2016) The
available research tends to signify that it is a result of MS and the symptoms that people with
MS experience. For example, in Cowan et al.’s (2020) study participants discussed that it
was difficult to remain in full-time or part-time employment due to fatigue, the intrusiveness
of relapses, or because of disease progression’ (p.354). However, Vickers (2008) argued that
whilst symptoms and disease progression may play a role there are other societal factors to
consider including the behaviour of employers and managers which are creating barriers for
people with MS to remain in employment. Vickers (2008) discussed this within the context of
a Clayton’s choice which is defined as ‘the choice you have when you don’t really have a
choice’ (p.7). Participants in the study discussed ‘choosing’ to leave their employment due to
a variety of factors including being alienated, excessive scrutiny, increasing or downgrading
their duties, and employers not being willing to accommodate support or requests in order for
them to continue working. Further, it is important to mention that people with MS are
included within the Equality Act from the point of diagnosis so have rights based in law
which were evidently not being met (Equality Act, 2010).

The literature highlights that MS symptoms as well as societal barriers have a significant
impact on individuals’ lives. In fact, there are high rates of both anxiety and depression
among those with MS (McGinley et al., 2021). People with MS can experience a loss of
identity and have difficulty adjusting to the reality of living with a chronic condition (Hunter
et al., 2021). To combat this, it has been found that strong familial and intimate relationships
along with resilience help to aid mental wellbeing (Barker et al., 2018). However, research
has highlighted that there is potential for a diagnosis of MS to have a significant effect on
intimate relationships with possible conflict and relationship breakdown (Hunter et al., 2021).
Further, subsequent increased reliance on intimate partners and/or family members due to
intrusive symptoms, such as fatigue, or increased severity of MS has been identified as a
cause for tension and negatively impacts the relationship (Cowan et al., 2020). The stress of
diagnosis, unemployment and financial difficulties, social isolation, and increased reliance on

partners for help and/or care signify the likelihood of familial and intimate relationships
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shifting and changing. Significantly, this literature does not connect the changes in
relationships to a disabling society or views and instead discusses the tension and relationship
breakdown because of MS, individualising these problems. This fails to consider factors such
as partners or family members having disabling views, disabling barriers to employment, a

failure to understand MS and its invisible symptoms, and poor adult social care support.

2.3 Locating Multiple Sclerosis within Disability Studies

Disability feminists have been significant in the exploration of the disabled identity.
According to Bé (2020), Susan Wendell’s (2001) discussion of what is considered as
counting as a disability and the complexities associated with who identifies as disabled
remains fundamental. For example, Wendell (2001) outlined that disability is often viewed as
a stable category which is easily recognisable. This fails to consider that certain groups of
people who could be perceived as disabled may not identify as such, for example, deaf
people. Contrary to this, there are people such as those with ‘invisible’ impairments,
including chronic illnesses, who may consider themselves as disabled whilst outsiders do not.
Thus, Wendell (2001) called for notions of perceived dis/ability to be problematised to

highlight that not all who identify as disabled have visible impairments and vice versa.

Research in sociology regarding chronic illnesses has mostly been located within the field of
medical sociology. This research is typified by a focus on areas including how people cope
with living with chronic illness, the impact chronic illness has on everyday life and social
relationships, and self-identity (Thomas, 2007; Bertilsdotter Rosqvist et al., 2017). It is a field
which Thomas (2007) argued utilises an ‘overarching social deviance paradigm’ whereby the
‘abnormality’ of impairment is of interest. As a result, medical sociology has often been
deemed to be in opposition to disability studies, which has a focus on social oppression rather
than subjective experience of impairment (Thomas, 2007). Therefore, due to disability
studies’ focus on social oppression and the separation of disability from illness to move away
from society’s perception of disabled people as ill and the personal tragedy rhetoric attached,
chronic illnesses have mostly remained within medical sociology. Unfortunately, for some
who are chronically ill, the social model of disability means that a significant aspect of their
lives, living with impairment, is not discussed within disability research and activism, which
has left them disillusioned (Wendell, 2001).

The work of both Wendell (2001) and Thomas (1999; 2007) have played significant roles in

diversifying disability studies by arguing for chronic illnesses and other disabling conditions
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to be included in disability studies and disability activism. This has been deemed vital as
socially accepted definitions of disability determine fundamental issues, including what kind
of impairments are recognised as ‘valid’ by society, friends and family, the workplace, and so
on’ (B¢, 2020, p.427). Whilst the fear of further stigmatising disabled people is recognised by
Wendell (2001), she argued that a more nuanced understanding of disability is required,
which recognises that although some disabled people may be considered healthy, there are
others who do experience illness and may be exposed to specific forms of social oppression
as a result. For example, Wendell (2001) discussed the difficulties people with chronic
illnesses can experience of others not believing they are impaired. Thus, to belong within
disability activism or receive accommodations to remove disabling barriers, they must prove
the reality of their impairment. By locating the study of chronic illness within disability
studies it would allow for consideration of experiences of disablism, connecting chronic
illness to the political movement (Thomas, 2012). As stated by de Wolfe (2002) ‘what
chronically sick people would gain from this broadening of the disability movement is
inclusion in a political forum in which they could begin to articulate their social needs’
(p.265). This is supported by Bé (2016), who contended that it is important to understand
how people who live with chronic illnesses are affected by structural and cultural

circumstances, and thus, disability studies should not relegate illness to medicine.

Through Thomas’s (1999, 2007) work, she argued for the need for disability studies to find a
way to recognise that the lived experience of many disabled people involves the interaction of
impairment effects and disablism, with there being an accumulative effect of both. She
contended that the ‘most fruitful way forward is to develop an approach which understands
disability as a form of social oppression, but which finds room for the examination of
impairment effects.” (Thomas, 1999, p.156). The concept of impairment effects developed by
Thomas (1999, 2007), is thought of as an avenue for those who subscribe to the importance
of understanding disability as social oppression to also recognise impairment and its effects
without undermining the centrality of disablism. Impairment effects are the restrictions of
activity directly connected to bodily differences deemed impairments and are understood as
being bio-social in nature. This means that impairment effects are recognised as a biological
reality whose impacts are also determined by societal responses, which ultimately shape lived
experience. Thus, experiences of disablism, whether that be physical barriers or disablist
attitudes, are directly determined by impairment effects, and the consequences of such
disablism may have varying consequences on disabled people depending on their impairment.
To an extent, this allows for the recognition of the diversity of disabled people’s lived

experiences.
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While there is minimal research specifically considering chronic illnesses in disability
studies, there is some insight into the experiences of those living with chronic illnesses. Bé
(2016) explored disablism among people who have chronic illnesses such as multiple
sclerosis (MS) and fibromyalgia in the UK and Portugal. The study found that their lives are
impacted by both societal and cultural factors, including a lack of understanding from family
and a lack of access to state benefits. Therefore, people who live with chronic illnesses are
not only living with any difficulties brought upon by the fluctuating and progressive nature of
illness but also disablism in addition (B€, 2016). Other authors such as Andrea Vick (2013)
have considered the embodied experience of living with an episodic disability, specifically
considering women with relapsing-remitting MS. Vick (2013) outlined that the ‘shifting and
often incredulous nature of episodic disabilities affects one’s relationship, rights as workers,
and public inclusion as citizens’ (p.187). Further, it is argued that the unpredictability of MS,
its often-invisible nature, and the ‘organizational practices and policies geared to those with
more visible, stable disabilities discredit and exclude the experiences of persons with episodic
disabilities’ (p.176). This is supported by other research, which has highlighted that those
with invisible disabilities can experience both micro-aggressions and shaming, as well as
limited support from others due to it not presenting as a ‘normal’ disability (Olkin et al.,
2019). Thus, for those with chronic illnesses, facets of their impairment, such as the invisible
nature, are directly connected to the disablism they experience. The disablism inherent within
the lived experiences of people with MS has often gone under-examined, leaving people with
MS to believe the issues experienced are their fault. This highlights the importance of
locating chronic illness within a disability studies framework, which allows for a
consideration of disablism, with the relationship between impairment and disablism
recognised. This is essential to understanding the wider context of the DVA experienced by

women with MS and their experiences of accessing support.

2.4 The UK Policy Context

The previous Conservative UK Government published the Domestic Abuse Act (2021) and
the Tackling Violence Against Women and Girls Strategy (Home Office, 2021b). Around this
time, there have been several distressing high-profile incidents of severe violence against
women in the UK. The Tackling Violence Against Women and Girls Strategy was announced
following the murder of Sarah Everard by a male police officer, which sparked widespread
calls for urgent change. Violence against women and girls (VAWG) refers to acts of violence
which predominantly affect women and girls, including rape, domestic abuse, stalking, forced
marriage, ‘honour’ killings and many more (Home Office, 2021b). The VAWG strategy is
the overarching framework in the UK for crimes which are mainly perpetrated by men

against women and girls, understood within the context of unequal power relations and
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control, with the violence violating victim-survivors’ human rights. The strategy reflects
Watts and Zimmerman’s (2002) conceptualisation of violence against women, whereby
certain forms of violence are perpetrated against women because they are women. The
strategy is informed by 180,000 responses from the public in England and Wales to the Home
Office’s call for evidence. It has three main goals: to increase the support for victim-survivors
and access to quality support, increase the number of perpetrators who are brought to justice,
including increasing reporting to the police, and overall to reduce the prevalence of VAWG.
As a strategy, it sets out the importance of a collaborative approach for addressing VAWG,

highlighting the significant role that sectors such as the police, education, and health can

play.

While the VAWG strategy outlines important ambitions, various concerns about its progress
have been raised. This has included the lack of focus thus far on prevention despite it being a
central goal of the strategy (National Audit Office, 2025). Others have discussed the
problems associated with the strategy failing to highlight the need to tackle wider gender
inequalities and entrenched misogynistic views (Aldridge, 2021). Additionally, a key goal of
the strategy was to increase support for victims and survivors by ensuring high-quality,
appropriate support for the individual is accessible. However, Women’s Aid (2024) identified
that many services throughout the UK continue to find the funding systems complex, difficult
to manage, and the funding available to be insufficient to meet the demand. This has resulted
in services reducing the support they provide to victim-survivors and concerns about the
sustainability of the service (Women’s Aid, 2024). As part of this promise, this included an
increase in funding promised for ‘by and for’ service provision, which is significant for
disabled women (Home Office, 2021b). This means that services are run by those who
identify as, for example, disabled women and are for disabled women. These types of
services have been identified as being desired by victim-survivors of DVA (Domestic Abuse
Commissioner, 2022). While the Home Office did increase funding for ‘by and for’ services
(National Audit Office, 2025) the funding landscape continues to construct barriers for these
organisations. Indeed, the competitive nature of funding and the high level of service
provision required in funding contracts have been found to make it less likely for smaller
organisations to be able to compete (Women’s Aid, 2024). Further, the bidding process
involved in accessing funding has been discussed as being particularly problematic for ‘by
and for’ services, such as the lack of long-term funding creating difficulties in recruiting and
retaining specialist staff and the demands of the bidding process being better suited to larger
organisations with more resources (National Audit Office, 2025). Certainly, the Domestic
Abuse Commissioner (2022) demonstrated the significant lack of ‘by and for’ services

throughout England and Wales and the ways in which local commissioning has failed them.
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The Domestic Abuse Act (2021) is situated within the Tackling Violence Against Women
and Girls Strategy. It has been lauded as a landmark act which has established a statutory

definition of domestic abuse:

‘Behaviour of a person (“A’) towards another person (“B”) is domestic abuse if A and
B are aged 16 or over and are personally connected to each other, and the behaviour is
abusive. Behaviour is “abusive” if it consists of any of the following— (a)physical or
sexual abuse; (b)violent or threatening behaviour; (c)controlling or coercive
behaviour; (d)economic abuse (see subsection (4)); (e)psychological, emotional or
other abuse; and it does not matter whether the behaviour consists of a single incident

or a course of conduct.” (Domestic Abuse Act, 2021).

The definition provided by the Domestic Abuse Act (2021) recognises the variety of forms of
DVA, moving beyond notions of DVA solely meaning physical violence. Additionally, the
definition now recognises coercive and controlling behaviour post-separation, extending its
scope to DVA behaviour which occurs outside of the classic understanding of DVA
occurring within relationships whereby the perpetrator and victim-survivor live together.
Alongside the Domestic Abuse Act (2021), a comprehensive statutory guidance was
developed. Significantly, this guidance provides information regarding the unique
experiences of people with certain characteristics, including age, immigration status, and
disability. Thus, through the statutory guidance, the Domestic Abuse Act (2021) recognises
the increased risk disabled people face, the unique forms of DVA perpetrated against them
and the increased difficulties in accessing support. Significantly the statutory guidance
outlines the importance of professionals understanding how to address the needs of disabled
victim-survivors, stressing the significance of recognising their intersecting needs (Home
Office, 2022).

Whilst the Domestic Abuse Act (2021) has extended its scope it refers to abusers who are
‘personally connected’ to the victim as current or former partners, spouses and family only.
Stay Safe East, an organisation which provides support for deaf and disabled
survivors/victims of domestic or sexual violence in London, called for the removal of what
they term to be the ‘carers defence’ (Stay Safe East, 2021). It was argued that non-family
paid and unpaid carers should be included in the definition of domestic abuse to reflect the
complexity of the abuse disabled people can experience (Stay Safe East, 2021). Indeed,
Nixon (2009) contended that the parameters of intimacy in dominant understandings of DVA
fail to recognise how intimacy can occur in the lives of disabled women from non-
family/partner carers. Carers who help disabled women dress, bathe, or complete other

personal care tasks do result in a form of intimacy being formed. Creating a distinction
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between DV A from family and partners from that of external carers is thought to construct
‘artificial categories’, and instead, understandings of disabled women’s experiences should be
located on the continuum of violence against women (Nixon, 2009). Notably, carer abuse is
not recognised in the VAWG strategy. Whilst it was decided that the Domestic Abuse Act
was not the correct legislation to include non-family carer abuse, the previous government
did conduct a review into the support and protection which is available to adults who are
abused in their home by people providing their care as part of the National Disability Strategy
(Department for Work and Pensions, 2021).

A significant criticism of the Domestic Abuse Act (2021) has been the introduction of a
statutory definition which is gender neutral. Indeed, the failure of the UK government to
utilise a gender specific definition has been heavily criticised by the All-Party Parliamentary
Group (2018) on DVA who argued that ‘without recognition of gender, the disproportionate
scale and impact of domestic abuse on women... will not be consistently understood’ (p.8). In
utilising a gender neutral definition, it is argued that all victim-survivors are represented
(Home Office, 2022). However, others contend that failing to recognise the gendered
dimension of DVA creates the suggestion that DVA is experienced the same by both men and
women and while good intentions may be at the centre of the decision, stretching a definition
too wide can reduce its explanatory power (Lombard and Whiting, 2018; Aldridge, 2021).
Indeed, Aldridge (2021, p.605) contended that this failure by the UK government emphasises

Romito’s (2008) claim that governments worldwide ‘continue to deny the reality of VAW’.

Scotland is the only country within the UK to have a gender-specific definition recognising it
within the continuum of violence against women as a form of gender-based violence
(Lombard and Whiting, 2018). Lombard and Whiting (2018) argued that by doing so the
Scottish Government ‘explicitly acknowledges domestic abuse as an issue which
disproportionately affects women and is overwhelmingly perpetrated by men and is
associated with long-held cultural assumptions about the roles of men and women in society’
(p-31). Both the All-Party Parliamentary Group (2018) and Lombard and Whiting (2018)
discuss the dangers of de-gendering DV A on finance and services highlighting that in
England and Wales, the government responded to the pressure from men’s rights activists to
invest in helplines and refuges whilst women’s services were being cut or threatened with
cuts if they did not open their services to all. A definition which recognises the gendered
nature of DVA is crucial for shaping societal conceptions of DVA and determining suitable
interventions and funding. It could be argued that by placing the Domestic Abuse Act (2021)
within the VAWG strategy, the UK government has ensured that the gendered dimension of
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DVA is not overlooked while also representing all victim-survivors in the statutory

definition.

2.5 Conceptualising Domestic Violence and Abuse

It must be noted that DV A does occur in same-sex relationships, throughout the LGBT+
community, some victim-survivors are men, and women can be perpetrators. However, as
this research focuses on women’s experiences of DVA and all participants experienced DVA
perpetrated by men, the statistics used, and the literature reviewed outline the understandings

of DVA developed from considering DVA perpetrated by men against women.

During the past 30 years, DVA has increasingly been recognised as a social and public
problem within the United Kingdom and more widely as a violation of human rights with
devastating consequences for victim-survivors (Hester, 2013). This has been credited in part
to second-wave feminism, which led to what is now known as the feminist model of DVA.
This model grounds DV A within a patriarchal society whereby male oppression of women
and the subsequent violence is a result of power differentials (McPhail et al., 2007). Dobash
and Dobash (1980) are often credited as among the first to write from this feminist
understanding of DV A as a gendered societal problem. Through this understanding, it is
recognised that DV A is predominantly experienced by women perpetrated by men predicated
upon entrenched gendered roles and ideals, with women’s experiences of inequality
increasing their risk of being trapped within DV A relationships (Nixon and Humphreys,
2010; Aldridge, 2013). More recently, the importance of considering the intersectional nature
of women’s identities and the impact this can have on their experiences of DVA has been
emphasised (George and Stith, 2014; Coker, 2016; Hearn et al., 2016). This includes Bograd
(1999) who argued that the use of an intersectional framework allows for an exploration of
the unique meanings of DV A, how different individuals experience and respond to DVA and

the meaning of safety to different people.

Romito (2008) claimed that the level of DVA worldwide constitutes a pandemic-scale crisis.
For example, the World Health Organisation (WHO, 2018) found that globally, nearly 1 in 3
women has experienced physical and/or sexual violence by an intimate partner, and 38% of
murders involving a female victim were perpetrated by a male intimate partner. In the UK,
data from 29 police forces demonstrated that the victim was female in 72.5% of domestic
abuse-related crimes, and 92.1% of victims of domestic abuse-related sexual offences were

female in the year ending March 2024 (ONS, 2024b). The most horrifying consequence of
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DVA is escalating violence resulting in death. Most victims of domestic homicide in the UK
are women, with the majority of these cases (74.9%) including a male current or former
intimate partner as the suspect (ONS, 2024).

DVA can be considered to exist on the continuum of violence against women and girls. In the
broadest sense, a continuum of violence is a ‘constitutive relationship between different types
of violence, from small acts of personal violence to large scale institutional violence’ (Yadav
and Horn, 2021, p.105). Liz Kelly (1998) applied the idea of a continuum to sexual violence
experienced by women. This has played a central role in altering understandings of the
violence experienced by women, enabling ‘women to make sense of their own experiences by
showing how “typical” and “aberrant” male behaviour shade into one another’ (Kelly, 1998,
p.75). Through the application of the continuum to sexual violence, it can be seen how men
utilise a variety of behaviours including flashing, obscene phone calls, pressurised sex, the
threat of violence and rape to exert control (Kelly, 1998). Significantly, the continuum is not
hierarchical, with all forms of sexual violence considered serious acts which are harmful
(Kelly, 1998). More recently, Hollomotz (2013) utilised the notion of a continuum to
highlight that disabled people’s experiences of oppression and violence are related, whereby
a range of behaviours and ‘processes act to systematically oppress and disempower, as well
as to breach the human rights of many disabled people’ (p.490). Locating violence against
women and girls on a continuum allows for a more holistic understanding of the

manifestation of violence and abuse in their lives, within which DV A should be located.

A significant debate within academic literature has focused on whether DV A is gender
symmetrical — used equally by both men and women — or gender asymmetrical — used
predominantly by men against women. For some, such as Dutton (2006), the feminist
perspective and its gender asymmetrical understanding has failed to comprehend DV A due to
its ‘singular’ focus on the patriarchy, and argues that women are as violent as men. This is
identified by Myhill (2015) as an understanding stemming from the family violence tradition
which gained ground due to the U.S. Family Violence Surveys demonstrating that the
prevalence rates for women and men reporting intimate partner violence were similar,
contrasting with reports from women’s refuges and criminal justice agencies. Further, it is
argued by Bates, E.A. (2020) that the feminist understanding is detrimental for men as it
makes it harder for them both to recognise that they are experiencing DVA and to gain help
as victim services have a significant feminist influence. They contended that DV A is not a
gendered issue, and the perpetuation of gender asymmetry exacerbates the idea that women’s

violence is not important.
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The efficacy of measuring the prevalence of DVA from surveys has been called into
question, with both Hester (2013) and Myhill (2015; 2017) having identified that they fail to
take into account the context surrounding the violence. What becomes of interest here are
Johnson’s (1995; 2010) concepts of intimate terrorism and situational couple violence, as
well as coercive control (Stark, 2007). To Johnson (2010), a significant component in this
debate is that there is more than one type of DVA, with the authors from different academic
disciplines referencing differing types. For example, Johnson (2010) argued that there are
three different types of DV A: intimate terrorism, violent resistance, and situational couple
violence. Situational couple violence is thought to be the DV A most often considered by
family violence academics and captured within surveys. This form of DVA refers to single
incidents perpetrated by relative equals and is not focused on power and control but instead
stems from escalating conflicts. Meanwhile, intimate terrorism is a continuous pattern of
violence perpetrated to dominate and terrorise, with this being understood as the DVA at the
centre of feminist theorisations and the type of DVA most encountered within refuges and by
the police. Johnson (2010) described intimate terrorism as ‘violence embedded in a general

pattern of coercive control’ (p.11).

Coercive control is a concept credited to Evan Stark (2007) and his seminal book Coercive
Control: the entrapment of women in personal life. To Stark (2007), coercive control
constitutes a liberty crime with a woman’s freedom being restricted literally and figuratively,
with control being exerted over her behaviour and thoughts. While Stark’s (2007)
conceptualisation of coercive control is particularly prominent in policy and practice, the
importance of considering dynamics of power and control within abusive intimate
relationships can be traced back to early advocacy work with victim-survivors of DVA and
feminist scholarship in the 1970s and 1980s (Dobash and Dobash, 1980; Schechter, 1982;
Robinson, A. and Myhill, 2021). Further, the United Nations in the 1993 Declaration on the
Elimination of Violence Against Women formalised the understanding of violence against
women as a form of male domination, including acts of psychological violence and

intimidation which restrict women’s liberty (United Nations, 1993).

Stark’s (2007) conceptualisation of coercive control stemmed from his recognition that the
dominant perception of DVA as individual incidents of abusive behaviour occurring during a
relationship failed to reflect the actual experiences of women affected by DVA. This
dominant perception ignored the evidence highlighting that women experience a pattern of
repeated behaviours not always constituting incidents of physical violence, reports that the
non-violent tactics used by perpetrators to control and coerce them were deemed to be more

oppressive, and the continuation of these behaviours following the conclusion of a
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relationship (Stark, 2018; Sharp-Jeffs et al., 2018). The danger of viewing coercive control
through the lens of singular incidents is that it trivialises it, which allows the behaviour and
its victims to remain invisible (Mitchell and Raghavan, 2021). Coercion is defined as ‘the use
of force or threats to compel or dispel a particular response’ and control as the ‘structural
forms of deprivation, exploitation, and command that compel obedience indirectly’ (Stark,
2007, p. 228-29). When both occur concurrently, the result is entrapment. This entrapment
reduces what Kelly (2003) has termed women’s ‘space for action’ as a direct result of
coercive control’s ability to diminish self-confidence and self-belief, resulting in women

having limited belief that their situation could ever change.

The inclusion of situational violence in ‘headline measures of “domestic violence” will mask
the gendered nature of the more serious forms of domestic abuse — those that require the
attention of policy-makers and practitioners’ (Myhill, 2017, p.36). The concerns around
considering single incidents in prevalence measurements of DVA are echoed in Kelly and
Westmarland’s (2016) research on defining DV A with consideration of how violent men talk
about DVA. It is discussed that in England and Wales their use of a definition which refers to
‘any incident or pattern’ obscures the reality of men’s violence against women and DVA.
When discussing this Kelly and Westmarland (2016) were referencing the 2013 definition.
Unfortunately, the Domestic Abuse Act (2021) continues to use a similar definition: ‘it does
not matter whether the behaviour consists of a single incident or a course of conduct’ (p.2).
The idea that DV A can be thought of as singular, standalone incidents ‘has skewed not only
knowledge, since any incident counts the same as repetition in prevalence surveys, but also
which interventions are deemed appropriate, and who should be prioritised to receive
support’ (Kelly and Westmarland, 2016, p.114). They conclude that framing DVA in terms of
incidents is to adopt the way abusive men discuss their violence and abuse, which minimises

DVA’s impact and removes it from the interconnected web of gender, power and control.

2.6 The Complexity of DVA and Disability

Current research on the prevalence of DVA and disability remains limited as disabled people
often are unable/do not report the abuse they experience, leading to many victims being
hidden. Indeed, the DV A experiences of disabled women have been described as invisible
within public and political discourse (Nixon, 2009). However, existing literature does provide
some insight. Disabled people are more likely to experience violence than non-disabled
people with a worldwide systematic review highlighting their increased risk of experiencing
physical abuse, sexual assault and threats of violence (Hughes et al., 2012). It has been

identified that this is no different for DV A. For example, the Crime Survey for England and
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Wales found that in the year ending March 2024, more disabled people (9.2%) had
experienced DV A than non-disabled people (3.9%) (ONS, 2024b). Further, in the latest
release that disaggregated the data by disability and gender, the survey found in the year
ending March 2020 that more disabled men (7.5%) and women (14.7%) had experienced
DVA than non-disabled men (3.2%) and women (6.0%) (ONS, 2020). This data not only
demonstrates the increased prevalence for disabled people in general but also for disabled
women in particular. The SafeLives (2017) report utilising their UK national dataset found
that disabled victims on average experienced DV A for 3.3 years before accessing help in
comparison to 2.3 years for non-disabled victims. In addition, research concerning disabled
women and DV A has discussed that disabled women are more likely to experience more
frequent and severe abuse which continues over a longer time scale than non-disabled women
and disabled men (Thiara et al., 2012; McCarthy et al., 2017).

2.6.1 Disablist Attitudes

When exploring why disabled women experience DVA at higher rates literature has
discussed that perceptions of disabled women as weak and dependent may have a significant
role (Shah et al., 2016; Nixon, 2009; Breckenridge, 2018). Certainly, disabled women are
located at the intersection of disability and gender bias, resulting in complex experiences of
oppression. It is contended that these views of disabled women may result in perpetrators
choosing to establish relationships with them as they are perceived to be easier to exert power
and control over (Brownridge, 2006). For example, a woman with a physical impairment
would possibly be perceived as lacking the ability to protect herself from a physical assault
whilst a woman with learning difficulties or a cognitive impairment may be observed to be
easily manipulated (Martin et al., 2006). Both scenarios emphasise the significance of
perceived vulnerability. These disablist views have been connected to the construction of
disabled women in opposition to gender norms, with them being perceived to be unable to
fulfil stereotypical gendered roles, such as housekeeping and childbearing and -rearing
(Copel, 2006).

In addition to disablist attitudes perceiving disabled women as weak, Shah et al. (2016) and
Esmail et al. (2010) highlighted that disabled women are stereotyped as asexual. Certainly,
disabled children are not always provided equal opportunity to receive in-depth sex and
relationship education, and social exclusion from their peers may negatively affect their
ability to gain an understanding of what constitutes appropriate sexual behaviour (Thiara et
al., 2012; Breckenridge, 2018). Furthermore, understandings of appropriate behaviour may be

affected by experiences of care, such as being told to be compliant with unwanted touch from
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carers, resulting in the normalisation of behaviour which non-disabled people would deem
inappropriate, with disabled women encouraged to be compliant (Shah et al., 2016; Nixon,
2009). This could work cumulatively to increase their situational risk. Lesley Chenoweth and
her colleagues demonstrated that disabled women are often devalued, resulting in them being
‘invisibilised’ and understood as asexual (Chenoweth, 1996). It was discussed that disabled
women were often not considered adult sexual women, leading to them being infantilised,
increasing their risk of emotional, physical and sexual abuse, and leading to disability and
DVA support overlooking them. This line of thinking reflects the early contributions by
disability feminists who argued that their points of view were left unacknowledged by the
mainstream women’s movement due to these stereotypes, which challenged how the

movement wanted to portray women (B¢, 2020).

While disablist attitudes may increase the risk of disabled women experiencing DVA, they
have also been suggested to negatively impact societal perceptions of their abusive
relationships and prevent disabled women from recognising the abuse inherent in
perpetrators’ actions (Breckenridge, 2018). This has been connected to views of disabled
women as helpless and burdensome, leading to intimate relationships with non-disabled
people being constructed as a ‘primarily carer relationship’ (Harpur and Douglas, 2014,
p.425). Thus, non-disabled partners of disabled women are considered as ‘saintly’ or
‘Florence Nightingales’, resulting in the way the relationship is viewed differing from that of
a relationship composed of non-disabled people, whereby one is always the carer and the
other cared for (Hague et al., 2011b; Harpur and Douglas, 2014). Consequently, family
members, friends, and authorities are hesitant to criticise the behaviour of non-disabled
partners, reflected in the experience of a participant in Copel’s (2006) study who was told she
was lucky she was in a relationship with her abuser. This can lead to disabled women
viewing themselves through this lens, whereby they are lucky to be ‘cared’ for or as

responsible for the DV A, preventing them from reaching out for help (Curry et al., 2001).

2.6.2 Unique Experiences of DVA

Whilst disabled people experience the same forms of DVA as non-disabled people including
physical, sexual, economic and emotional, research concerning disabled women has found
that they also experience DV A which is connected to their impairment (Thiara et al., 2011).
Shah et al. (2016) described these behaviours as ones which exploit any difficulties presented
by a woman’s impairment and aim to ‘simultaneously increase the powerfulness of the
perpetrators and the powerlessness of the disabled women’ (p.4). Disability and DVA

literature provide an extensive account of women experiencing abuse directly connected to
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their impairment, although the available research has a tendency to focus on those with

physical and sensory impairments.

In Copel’s (2006) study concerning partner abuse experiences of physically disabled women,
participants reported that their partners taunted them about what they described as ‘better
times’, which were the times before the women had acquired an impairment or had a higher
functioning level. Certain women identified that the onset of abuse was connected to the
acquirement of their impairment and subsequent changes in role functioning: ‘My accident
caused a lot of problems, but he took it like I did it to him. Money was a problem when I
couldn’t work anymore. He resented me’ (Copel, 2006, p.118). This kind of taunting has
been identified as significantly impacting the participants’ self-worth as well as creating
feelings that the abuse is deserved. The acquirement of an impairment can alter the power
relations in a relationship due to ideas that disabled women are ‘less than’ non-disabled
women and are unable or less able to complete tasks which are imposed by gender norms
(Hunt et al., 2023). These ideals can result in perpetrators not feeling remorseful, as well as
perpetuating ideas that disabled women are undesirable, subsequently resulting in them being
more accepting of abusive relationships (Nosek et al., 2001). Within the national UK study
conducted by Hague et al. (2011b) all interviewees expressed that ‘being disabled had made
the abuse worse and perpetrators had used forms of abuse that made use of, or contributed to,
the woman’s impairment’ (p.155). Certain forms of impairment-related DV A, such as the
ones described above, suggests that Thomas’s (2007) concept of psycho-emotional disablism

is significant when considering disability and DVA.

The literature has also highlighted that ‘neglect, vindictive actions, and a deliberate ignoring
of needs were strong features of abusive situations for women interviewees being looked
after by family members and partners.” (Hague et al., 2011a). Unfortunately, this has also
been identified as types of abuse which are utilised by paid carers with so-called vindictive
actions reflecting impairment-specific abuse. Breckenridge (2018) emphasises that
impairment specific abuse is utilised to intentionally limit disabled women’s daily
functioning and thus is a disabling factor in their lives, which is evident in the examples
found within the literature. The women with learning disabilities in McCarthy’s (2017)
research recounted experiences of their worth being undermined, such as through their
partners making fun of their learning disability in front of other people or telling them that
they are useless. Humiliation has also been evidenced including disabled people being called
‘cripple’ and ‘spassy’ (Hague et al., 2011b). Impairment-specific abuse which takes the form
of degrading psychological and emotional abuse is a tactic to both control and reduce the

disabled person’s confidence negatively impacting their ability to report DVA and increasing
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their dependency on their perpetrator (Shah et al., 2016). These non-violent forms of abuse

have been deemed to be more oppressive than physical violence (Stark, 2018).

Being denied the use of assistive devices is another component of impairment-specific abuse.
This deliberately limits disabled people’s functioning in their day-to-day lives creating a
disabling factor and has been highlighted in several studies which have found the misuse of
medication and tampering with mobility aids (Curry et al., 2001; Saxton et al., 2001; Shah et
al., 2016). One participant in the study by Shah et al. (2016) recounted how their carer and
sexual partner would give her the strongest painkillers available when her friends were
visiting her resulting in her being passed out, isolating her from her social network.
Significantly, impairment-specific abuse has been reported to make disabled people feel more
impaired than they are, allowing for the creation of dependency on the perpetrator (Thiara et
al., 2012). Control, isolation, and manipulation are at the core of impairment-specific abuse
(Shah et al., 2016).

Whilst many disabled people do not require help in their daily lives some disabled people do
resulting in them receiving care which aids them in carrying out certain tasks. This care can
be provided by informal and paid family/partner carers or by non-family paid carers. It has
been identified that DV A becomes more complicated when women rely on the perpetrator for
care as the ‘abuse takes advantage of the increased vulnerability of women within personal
care situations’ (Breckenridge, 2018, p.136). Some studies have recognised certain risk
factors for abusive behaviour by caregivers, including whether they are married to the
disabled person, caregiver resentment, caregivers feeling like a victim and blaming the
disabled person (Beach et al., 2005; Shaffer et al., 2007; Williamson et al., 2005). The
complexity of carer abuse is furthered when family members and/or partners are both carer
and perpetrator with the power balance becoming even less favourable (Saxton et al., 2001;
Hague et al., 2011a). For example, Hague et al. (2011a) and Thiara et al. (2012) outline that
being reliant on your abusive partner for care increases disabled women’s isolation,

dependency and hinders their ability to gain help.

In the national UK study conducted by Thiara et al. (2012) with women with physical and
sensory impairments there are numerous examples of this. One participant discussed that as a
way to increase her reliance on her abuser and thus increase his control over her the abuser
purposely made her impairment worse which restricted her activity. Further, financial abuse
and control was identified by participants whereby abusive partner-carers were in control of
benefits and finances (Thiara et al., 2012). To Thiara et al. (2012) abuse which is ‘dressed up’



30

as caring, such as controlling the finances, exert even greater control and is even harder for
women to identify as abuse. The common representation of abusive partner-carers as ‘caring
heroes’ who should be praised for their selflessness also resulted in some of the women in
their study being made to feel that they should be grateful for the relationship. The issue of
control within this scenario was highlighted in the earlier work by Saxton et al. (2001)
whereby the dependency disabled women experience was demonstrated through one
participant’s ironic comment: “can you bring my scooter to me so I can leave you?” (p.402).
The woman’s dependency on her partner as her carer stresses the lack of control she has,

which can result in the vicious cycle of DVA being reinforced (Saxton et al., 2001).

Whilst current domestic abuse legislation in the UK does not recognise abuse from paid
carers as DV A it has been highlighted in a small number of articles as an area of concern
(Hague et al., 2011b; Thiara et al., 2012; Saxton et al., 2001) as well as by the ‘by and for’
support organisation Stay Safe East (Stay Safe East, 2021). Social and personal boundary
confusion was emphasised within this caring context by participants in the study by Saxton et
al. (2001) discussing that the ‘line between appropriate touching as an essential part of the job
of providers and inappropriate touching, which could lead to unwanted or ambiguous sexual
contact, was not always clearly definable’ (p.401). Further, the lack of attention paid to
emotional and financial abuse, and extreme invasions of privacy were raised as issues by
participants in the research by Thiara et al. (2012) which allowed the often non-physical

abuse by paid carers to go unacknowledged as an issue facing disabled women.

2.6.3 Accessing Support

Research has demonstrated that disabled women experience DV A at increased rates
compared to non-disabled women but have substantially less support available to them.
Certainly, Thiara et al. (2011) discussed that the ‘substantially less provision than that
available proportionally to non-disabled women is accompanied by a greater need for such
specific services. Disabled women, therefore, lose out on both counts and experience greater
barriers.” (p.768). This failure in service provision is connected to issues in professionals’
understanding and awareness of disabled women’s experiences of DVA and the
inaccessibility of services (Breckenridge, 2018). For example, DV A organisations have been
found to lack awareness of disability issues and lack strategies to reach disabled women to
ensure they are included in the service (Thiara et al., 2011). This failure is reflected in the
research, which has found that disabled women have a low uptake of DV A services (Radford
et al., 2006; Powers et al., 2009; Thiara et al., 2012).
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Disabled women reportedly view DVA services as not being for them. In past research, they
have raised concerns about DVA services being able to meet their needs, and that they are
unaware of what support DVA services can provide (Thiara et al., 2012; McCarthy et al.,
2017). Meanwhile, Hollomotz et al. (2023) found that disabled adult victim-survivors of
sexual violence faced a variety of attitudinal barriers from victim support services. This
included individuals who were neurodiverse or faced mental health challenges feeling that
their behaviour was misunderstood. One participant recounted that her counsellor fixated on
her impairment instead of assisting her in coping with her experience of sexual violence.
Other factors preventing disabled women from reaching out for support include previous poor
experiences with services such as the police, and fears surrounding being institutionalised and
having their children removed from them (Thiara et al., 2012). Unfortunately, these fears are
not unfounded. For example, accounts of disabled women who had their children removed
from them can be found in the literature (Shah et al., 2016). Furthermore, the police and
social services have been demonstrated as not understanding the ways DV A manifests in
disabled women’s lives, as well as the police believing they were not able to arrest
perpetrators who are also disabled women’s carers (Thiara et al., 2011; Thiara et al., 2012).
This complexity of perpetrators being viewed as carers was emphasised further through
disabled women’s experiences of professionals colluding with perpetrators, leaving the
victim-survivor feeling powerless (Thiara et al, 2012). This is a manifestation of what Stanko
(2022) described as perpetrators grooming investigators. Most participants in the study by
Hague et al. (2011b) were unable to identify a statutory organisation that had been helpful.

The lack of awareness and attitudinal barriers is compounded by the inaccessibility of
services and the inappropriate responses taken. While 70% of the DV A organisations
surveyed by Thiara et al. (2012) asked questions about disability to ensure they are able to
best support disabled victim-survivors, 76% had inaccessible properties, and only 13% of
refuges were able to access personal assistants to allow disabled women to remain in the
refuge. Meanwhile, Shah et al. (2016) discussed a participant who was unable to access a
refuge since they were unable to accommodate her as a disabled woman and her children,
with their only being provision for her or her children. Furthermore, Hollomotz et al. (2023)
highlighted the communication barriers which can prevent disabled people from accessing
support, such as providing a counsellor who failed to meet the needs of a D/deaf victim-
survivor despite them explicitly stating their needs. Inappropriate support responses have also
been evidenced. For example, a disabled woman reported that the only help social services
was offering her was to remove her from her home and place her in ‘a completely
inappropriate disabled care home, it was outrageous’ (Thiara et al., 2011, p.768). Reflective
of this was the experience of a woman with a learning disability who was unable to access a

suitable refuge and thus was placed in an elderly care home for those with physical
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impairments (McCarthy et al., 2017). Through these actions, support services and agencies
are denying disabled women the specialist support provided by DV A organisations and from

making connections with other victim-survivors.

The significant role that healthcare could play in preventing, identifying, and supporting
disabled victim-survivors was emphasised by Plummer and Findley (2012). This is supported
by Keynejad et al. (2021), who outlined that the ‘prevalence of DVA is higher among people
attending healthcare settings than in the general population; it presents to all clinical
specialities’ (p.2). However, a variety of factors have been demonstrated that prevent
disabled women from disclosing, and practices and behaviours of HCPs which minimise
healthcare as an avenue for support. For example, Bradbury-Jones et al. (2015) discussed
disabled women not wanting to disclose DVA to an HCP due to concerns about being
perceived differently because of their impairments. Meanwhile, fears of DVA being
misconstrued as problems associated with their mental health has been highlighted (Harpur
and Douglas, 2014). Indeed, Cramer (2004) identified the problems associated with
professionals viewing disabled women’s difficulties as simply symptoms of impairment. This
is supported by Hague et al. (2011b), who identified HCPs having difficulties in identifying
DVA connected to a tendency to focus on impairments as the sole cause of any difficulties,
distress, or injuries in disabled people’s lives. This has similarly been demonstrated as a
problem for women who are drug users or present with mental health issues (Mackenzie et
al., 2019).

A further difficulty for disabled women is the occurrence of their perpetrator attending
healthcare settings and being viewed as their carer. It has been found that this is a common
tactic used by perpetrators of DVA as it allows them to ‘manipulate these visits to their
advantage’, including answering questions for the victim-survivor and ensuring they are not
talked to alone (Stark, 2007, p.271). Certainly, this provides perpetrators with the ability to
explain symptoms or physical injuries, often using the disabled women’s impairment as the
explanatory factor, aided by HCPs focus on impairment (Thiara et al., 2012). This limits
disabled women’s access to HCPs as an avenue for support, with other avenues limited by
other factors, such as HCPs presenting information about support to disabled women in

inaccessible formats or giving the information to their partner (Bradbury-Jones et al., 2015).

2.7 Prevalence and forms of DVA perpetrated against people with MS
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Thus far, there is extremely limited literature on MS and DV A. Therefore, this section of the
literature review does include research which is not explicitly stated as DV A research but
instead uses the terms mistreatment, neglect, and abuse, as well as research which has

focused on people with MS, not solely women.

Understanding the prevalence of DVA among people with MS is difficult as there is limited
literature and surveys such as the CSEW do not collect information on specific conditions.
However, some studies have estimated the prevalence of DVA and physical, sexual, and
emotional abuse. Two of these studies (Eid et al., 2022; Pol-Patil et al., 2023) are not specific
to DV A but discuss rates of abuse which include intimate partners, family members, and
carers, so they remain valuable. Pol-Patil et al. (2023) carried out research with women with
MS who attended an academic MS centre in the U.S. to understand the prevalence of
physical, sexual, and emotional violence. The study found that out of the 200 respondents, 76
(38%) had experienced abuse throughout their lives, with most identifying that they had
experienced multiple forms of abuse, and 12 (15%) having experienced abuse within the
previous 12 months. Physical abuse, sexual abuse, and being denied the use of assistive
devices were reported by the women who had experienced abuse in the previous 12 months,

with perpetrators including intimate partners and health professionals.

Higher rates of DVA were found in a study with 275 married women with MS in North-East
Iran whereby economic ‘violence’ and psychological violence were the most prominent
forms of DV A experienced, followed by physical and sexual violence (Manouchehri et al.,
2022). The finding that economic and psychological abuse were the most prominent forms of
DVA is reflective of the previous study in Iran (Nouhjah et al., 2012) and reinforces the
significance of understanding DV A as not solely physical violence. Furthermore, when
comparing the rates of abuse between women with MS and women without MS Eid et al.
(2022) found that more women with MS had experienced abuse as an adult than women
without MS, including experiencing more systematic emotional abuse and sexual abuse. The
prominence of psychological and emotional abuse among people with MS is reflective of the
experiences of disabled people. The psychological abuse reported has included being yelled
at and insulted (Morrison et al., 2020). As discussed above, research with disabled people

demonstrate that the focus is often on the disabled person’s impairment or condition.

2.7.1 Increased risk and ‘vulnerability’ of people with MS

Disablist attitudes and views towards disabled people which construct them as ‘less than’

non-disabled people have often been recognised as contributing factors to their increased risk
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of experiencing violence. These views have included seeing disabled people as weak,
burdensome, and dependent which constructs ideas that they are ‘easy’ to abuse with the
suggestion that for men who subscribe to patriarchal ideology disabled women are viewed as
easier to dominate (Brownridge, 2006). Contrary to this, Alejandra et al. (2017) argued that
the impairments people with MS experience increase their ‘vulnerability’ of being physically,
psychologically, and sexually abused by carers, family members, and partners/spouses. In
addition, it is suggested that people with MS are at an increased risk of experiencing
caregiver mistreatment due to a combination of MS-specific factors, such as cognitive
impairment, and social factors, such as social isolation and unemployment (Morrison et al.,
2020). A connection between neurological impairment and increased risk of experiencing
verbal abuse has been drawn with suggestions that this is due to factors including isolation,
emotional dependency, and the potential for carer abuse (Pol-Patil et al., 2023). The presence
of an intimate partner has also been found to increase the likelihood of physical and verbal
abuse, as well as lower education level and financial dependency on perpetrators being
significant risk factors (Manouchehri et al., 2022; Pol-Patil et al., 2023). Further, sexual
dysfunction was identified as having a considerable connection to women with MS
experiencing DVA (Nouhjah et al., 2012).

Although it is recognised that social factors including unemployment, social isolation, and
financial dependency increase risk (Morrison et al., 2020), a significant emphasis is placed on
people with MS’s impairments as a cause of risk including cognitive impairment, sexual
dysfunction, increased physical dependency, and the unpredictable nature of MS (Alejandra
et al., 2017; Pol-Patil et al., 2023; Shapiro et al., 2013). This is an explanation located within
the individual, reflective of individualised and medical understandings of disability whereby
the reasons for difficulties experienced are blamed on disabled people’s impairments. As a
result, emphasis is placed on ‘fixing’ the person to reduce their ‘vulnerability’. As discussed
by Hollomotz (2009), ‘if a person 1s assumed to be at risk because of who they are, then
nothing can be done to alter that state of being’ (p.108). This is particularly problematic

within the context of DVA where victim blaming remains a prominent issue (Meyer, 2016).

When considering people with MS’s increased risk of experiencing DVA the concept of
situational vulnerability is of importance. It is an approach which allows for consideration of
other reasons beyond impairment for ‘vulnerability’ (Lindsey, 2016). For example, whilst
increased physical dependency has been highlighted as increasing risk it suggests that people
with MS with advanced physical impairments are inherently ‘vulnerable’ to DVA. However,
social isolation has been demonstrated to be a significant factor in their lives which can
facilitate DVA as illustrated by the increase in DVA cases during the COVID-19 pandemic
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and the subsequent stay-at-home orders (Bradbury-Jones and Isham, 2020). Connected to
situational vulnerability is Hollomotz’s (2009) ecological model of risk of sexual violence
which identifies an interplay between the individual (impairment, family members, carers),
the environment (education, employment), and wider culture and society (social policies).
This approach allows for a recognition that the risk of experiencing violence is not located at
the individual as the conceptualisation of ‘vulnerability’ may portray. Instead, the ecological
model highlights that risk is made up of a variety of social processes allowing for analysis

which goes beyond individual ‘vulnerability’ (Hollomotz, 2009).

Furthermore, the complex and unpredictable nature of MS is often reflected upon, with some
(Alejandra et al., 2017), identifying that poor understanding and disbelief from carers and
partners can cause strain and DVA. However, it fails to consider the impact of acquiring an
impairment in adulthood which is a significant feature of MS. Research with disabled women
who have physical impairments has highlighted the deleterious effect of acquiring an
impairment on a relationship (Copel, 2006; Hunt et al., 2023). The unpredictable nature of
MS with fluctuations between periods of wellness and impairment differs from the typical
trajectory of a progressive condition or permanent impairment. It needs to be considered in

this context.

2.7.2 Caregiver mistreatment, abuse, and neglect

Caregiver abuse has often not been recognised as DVA as it does not fit the normative idea of
DVA occurring between previous or current intimate partners (Nixon, 2009) or what it means
to be ‘personally connected’ as written in UK domestic abuse legislation which fails to
include non-family/partner paid carer abuse. Additionally, there remains a defence within
coercive control legislation in the UK which allows an accused perpetrator to defend their
coercively controlling behaviour as being in the best interest of the victim-survivor (Home
Office, 2023). This defence has been deemed as having the potential to discriminate against
disabled victim-survivors particularly those who are viewed as having less capacity or
communication issues, and those who are being abused by a carer who can claim that their
actions had been in the best interest of the victim (Stay Safe East, 2021). This lack of
recognition in policy and practice can be seen in the research on caregiver abuse and MS
which has not explicitly connected it to DVA. However, disability studies literature has
emphasised the importance of recognising abuse from all caregivers as a unique form of
DVA experienced by disabled people, whereby a level of intimacy exists, and power

dynamics can be exploited.
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To some, factors such as social isolation, cognitive impairment and an increasing need for
physical care point to MS being a high-risk condition for caregiver mistreatment (Morrison et
al., 2020). Morrison et al. (2020) published the first report of a nationwide survey which
estimated the incidence and prevalence of caregiver mistreatment of people with MS in the
United States of America. The survey focused on individuals with advanced MS who had an
unpaid family carer finding that 54.9% of its respondents had experienced some form of
mistreatment from their family carer since the onset of needing a carer (Morrison et al.,
2020). The most common form of abuse was found to be psychological (44.2%) followed by
financial abuse (25.2%) and then neglect (16.5%). Other research which aimed to understand
differences in views on disclosing mistreatment between people with MS and their caregivers
demonstrated partner caregivers viewing that the person with MS ‘provoked’ them resulting
in the mistreatment (Shapiro et al., 2013). Spending increased amounts of time together,
feelings of being ‘burdened’ and overwhelmed with the complex needs of caring for people
with MS, and anger at the ‘inability’ of people with MS to get better were found as causes for
caregiver DVA (Shapiro et al., 2013; Morrison et al., 2020). This is exemplified by certain
male caregivers admitting to thinking ‘it would be better for everyone if [the person with MS]
died’ (Shapiro et al., 2013, p.98). This resentment of people with MS and views of them as
burdensome has been evidenced to contribute to violence against disabled people as
emphasised by a participant in the study by Saxton et al. (2001): ‘People that are devalued as
cripples and burdens and inferior and defective will be abused’ (p.408).

People with MS whose caregivers have mistreated them have demonstrated an internalisation
of oppression as they tend to blame themselves for any mistreatment whilst the carers blame
the person with MS (Shapiro et al., 2013). Further, a difference by gender has been
demonstrated with women with MS having expressed greater difficulty in recognising
mistreatment than men (Shapiro et al., 2013). Importantly, the carers within the research by
Shapiro et al. (2013) were mostly partners, and as mentioned, disabled women are often made
to feel grateful for any romantic relationship which can result in them either ignoring abusive
behaviour or not recognising it. Women with MS were also found to deny caregiver abuse
suggesting that they did not want to create problems in an already complicated relationship
dynamic or risk losing the relationship (Shapiro et al., 2013). This anxiety of losing their
relationship can be connected to the fear of ending up alone resulting from patriarchal values
(Yodovich and Lahad, 2018), and the concern they will be unable to find another partner due
to an internalisation of disablist views. Women with MS have expressed feeling that the
abuse was deserved, reflecting research with disabled women who identified feeling less than
non-disabled women and recounted that they saw no reason their abusive partner should

express remorse (Copel, 2006).
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This complex intersection of gender and disability is also found among men. For example,
male caregivers believed that men with MS in particular would be reluctant to disclose
mistreatment due to fears of their masculinity being undermined (Shapiro et al., 2013). This
constructed opposition between disability and normative masculinity has been highlighted
with society having ‘high expectations of independence and being macho’ resulting in
disabled men experiencing difficulties in understanding and acknowledging DVA (Saxton et
al., 2006, p.8). Men with MS also expressed engaging in a process of trade-off whereby the
choice was made ‘to put up with a certain amount of abuse in exchange for perceived
benefits’ with them choosing to placate the caregiver and try to minimise their need for the
carer (Shapiro et al., 2013, p.101). This is an especially important consideration within the
context of carer abuse as significant amounts of time and effort are put into finding suitable
individuals to fit into the caring role resulting in reluctance to terminate a relationship. Whilst
the men with MS admitted to these accommodating and de-fusing behaviours, they also

denied mistreatment.

According to Alejandra et al. (2017), a poor understanding and knowledge of MS among
carers is linked to individuals with MS experiencing neglect in this caring context. It was
identified that a lack of understanding negatively affected the relationship between carers and
people with MS resulting in neglect of their needs. This was due to disbelief from the carers
that the people with MS were experiencing invisible symptoms, such as fatigue and
numbness, and a lack of recognition of the fluctuating nature of MS meaning they could not
understand how the person with MS could go from not experiencing any symptoms to
relapsing. This failure to believe people with MS and a denial of the symptoms they are
experiencing has been conceptualised as a form of micro-aggression (Olkin et al., 2019).
Micro-aggressions are understood as instances of ‘commonplace verbal, behavioural, or
environmental events...that convey hostile, negative, or derogatory insults toward persons of
marginalized status, directly due to that status’ (Olkin et al., 2019, p.758). Sue et al. (2007)
identified three forms of micro-aggressions: microassault, which is an overt form of
microaggressions such as a person being intentionally called a derogatory name, microinsults,
which are subtle actions that communicate rudeness, and microinvalidation, which deny the
feelings and experiences of a person. Micro-aggressions can have a cumulative damaging

effect on mental health and overall well-being (Sue et al., 2007).

2.7.3 Supporting people with MS experiencing DVA
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As the research on MS and DVA has been conducted within the disciplines of medicine and
health, the discussion surrounding how best to support people with MS experiencing DVA is
located within the healthcare setting. People with MS are continuous users of healthcare as
well as some receiving a variety of support from social care which does suggest that these are
both significant avenues to DV A being identified and to obtaining support. For example,
Alejandra et al. (2017) argue that a suitable model to address the DV A experienced by people
with MS is the ‘high risk’ approach, which focuses on understanding the specific risk factors
and how to reduce them. Thus, in terms of prevention, this model would promote that
education on the variety of symptoms and impairments that MS creates should be provided to
both those with MS and their caregivers. Within this model ‘education to People with MS and
their caregivers on the specific symptomatic presentation and disability associated to MS is
essential’ (Alejandra et al., 2017, p.23). They suggest that the ‘high risk’ approach could be
accompanied by the social-ecological model which recognises the influence of societal
contexts along with the attributes of individuals to experience violence (Alejandra et al.,
2017).

One programme which has been developed to help people with MS is called REACH which
was developed in Pennsylvania, U.S. to address the problem of DV A within this population
(O'Leary et al., 2008). This programme focussed on various prevention and intervention
tactics including respite care, education, and awareness. The education programmes provided
guidance to people with MS, healthcare professionals, and legal staff about how to identify
people at risk, how to assess for DVA, and intervention (O’Leary et al., 2008). This
programme initiated a screening programme and found that providing this guidance to
professionals resulted in more people with MS disclosing as the professional was comfortable
with discussing DV A and had the knowledge and access to be able to immediately refer
people to support and protective services. Whilst in many places such as the US and the UK
screening for DV A is recommended O’Leary et al. (2008) recognise that due to time
limitations and limited knowledge screening in healthcare may not occur. It is suggested that
if this is the case help with screening should be sought from other healthcare workers
involved with the patient. Although screening by healthcare professionals is identified as
being significant it is also recognised that screening must be tailored to the unique nature of
MS. For example, one question used in the screening questions in the REACH programme
was “Has your partner (caregiver) threatened to harm, leave, or institutionalise you?”
recognising this as a unique threat used against disabled people experiencing DVA (O’Leary
et al., 2008, p.31).
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It is recommended by the UK’s National Institute for Health and Care Excellence that NHS
staff are properly trained to identify DV A and have the knowledge of how to respond to this
identification such as referring to safeguarding or specialist DV A services (Dheensa et al.,
2020). However, training varies across services, and procedures vary across departments. For
example, enquiry into DVA is routine practice for midwives, but this is not the norm for
those involved in MS care. Whilst healthcare continues to be emphasised as playing a central
role in the fight against DVA a ‘double-edged problem’ has been identified (Bradbury-Jones
et al., 2014, p.3058): whilst asking about DV A results in a greater likelihood of disclosure,
HCPs, including midwives and nurses, are hesitant to discuss DVA and many are unsure how
to identify or respond to disclosures. Indeed, healthcare currently refers a very small number
of disabled people to domestic abuse services and people deemed to have complex needs are
less likely to be recognised and to access help via traditional pathways (SafeLives, 2017).
Practitioners have been evidenced to have low rates for screening connected to a lack of
education and training creating significant barriers to HCPs providing effective care (Ramsay
et al., 2012; Alvarez et al., 2017). This is compounded by the difficulty they can experience
in identifying DVA due to factors, including the symptoms of DVA and health conditions
overlapping (Husso et al., 2012). Certainly, this is an important consideration for women with
MS as fatigue, anxiety and depression, are symptoms of MS and DVA.

This difficulty in identifying DVA in a clinical setting was found by Pol-Patil et al. (2023),
whereby in a database of 830 patients at an MS academic centre, no clinicians had identified
any concerns of abuse or neglect. However, approximately 40% of patients identified as
having experienced some form of abuse, 16% of whom had experienced it in the past 12
months. To Freedman et al. (2024), this signified that there is a need for DVA ‘focused
neurological training and regular collaboration with colleagues in social work, nursing,
psychiatry, obstetrics, and family medicine. All healthcare team members can support the
trans-disciplinary goal of addressing” DVA (p.296). It is contended that there is a need for
HCPs to have the resources to do more than provide leaflets with available resources detailed
and instead complete effective and suitable referrals (Campbell et al., 2022). The role of
HCPs and social care professionals in supporting people with MS could also extend to
improving their lives in other meaningful ways, such as supporting them to attend social and
support groups to aid in minimising isolation (McCarthy et al., 2017). As discussed by
McCarthy et al. (2017), if the only valuable thing in a person’s life is their partner, it will
result in them being emotionally and psychologically reliant on their partner, increasing the
risk of abuse and mistreatment. Although the importance of HCPs in identifying and
supporting victim-survivors is indisputable, very little research has focused on disabled

people’s experiences of help-seeking via HCPs, and none specifically focuses on women with
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MS. Thus, it is unknown whether women with MS turn to healthcare for support and what
happens when they do.
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Chapter 3 Research Design and Methodology

3.1 Introduction

In this chapter, I explore the methodological decisions made to allow the research to meet the
aims and answer the research questions outlined in the introductory chapter. Designing
research is a multi-stage process within which all pieces should fit the research
questions/aims and are cohesive to the ontological and epistemological underpinnings of the
research. Thus, to begin this chapter, I outline my ontological and epistemological position to
explain the views informing the foundation of the research. Developing this, I describe my
methodological approach which was informed by the research’s focus on exploring lived
experience. Next, I outline my sampling and recruitment strategy, which was facilitated by
gatekeepers, including two NHS Trusts and MS-specific charitable organisations. In this
section, I provide a descriptive overview of the participants. Following this, I describe the
two stages of data collection which included semi-structured interviews and a form of online
co-production workshop. I then explain the form of data analysis undertaken to analyse the

data from the two data collection stages.

Next, I outline the ethical considerations which have been central when designing the
research due to the sensitive nature of the topic. This included the ethical considerations
which were made to prioritise the well-being of both the participants and me as the
researcher. In particular, I highlight the importance of managing risk and ensuring the safety
of participants, including the possibility of disclosures. Finally, I consider my positioning
within this research, exploring the debates of non-disabled people conducting research with
disabled people. In doing so, I aim to highlight the importance of a non-essentialist
understanding of positionality within disability research whilst emphasising the fundamental
nature of research which subscribes to non-oppressive ideals and a commitment to improving

disabled people’s lives.

3.2 Philosophical Underpinnings

Central to this research has been the importance placed upon hearing the voices of women
with MS who have experienced DVA and who have thus far had minimal opportunity to
speak in-depth about their experiences. Therefore, for this research ‘people’s knowledge,
views, understandings, interpretations, stories and narratives, language and discourses,
experiences, interactions, perceptions, sensations and so on are meaningful properties of the
social reality’ (Mason, J., 2018, p.158). This emphasis has influenced the ontological (the

nature of the world) and epistemological (how we learn about the world) groundings of the
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research which ‘form the foundations’ of all aspects of the research (Grix, 2010, p.57). This
research has applied a constructivist ontology which recognises that there are multiple
realities moving beyond notions of objectivist ideas of one single 'true' reality and accounts of
said 'true' reality (Lee, 2012). Instead, constructivism recognises that knowledge is
constructed by social actors with it being specific to people's circumstances resulting in
everyone experiencing the world differently. Indeed, knowledge is viewed as being
‘culturally, socially, historically, and politically situated’ (Liamputtong, 2019, p.103).
Constructivism as described by Bryman (2001, p.18):

‘asserts that social phenomena and their meanings are continually being accomplished
by social actors. It implies social phenomena and categories are not only produced

through social interaction but that they are in a constant state of revision’

Therefore, participants’ experiences of DVA and their support journeys have been
inexplicably shaped by their location within society and interaction with others resulting in
diverse experiences and understandings. This reinforces the importance of perspective within
a constructivist ontology and the fundamental view of the participants as the 'knowers'
(Schwandt, 1994). Whilst the participants are the ‘knowers’ constructivism recognises that
the knowledge created within research is co-produced between researcher and participant. As
stated by Mason (2018, p.158), we should not ‘treat understandings generated in an interview
as though they are a direct reflection of understanding “already existing” outside of the
interview interaction, as though we are simply excavating facts.” The understandings
produced within the research must be viewed as fluid and complex, which can be shaped
through interactions with others and may continuously be re-shaped as participants’ realities
evolve (Schutt, 2022).

The prioritisation of interacting and listening to women with MS about their experiences
demonstrates the interpretive nature of the research. As an epistemology, interpretivism is an
approach which looks to understand lived experience by gaining the perspectives directly
from those involved (Grix, 2010; Hennink, 2020). It recognises the subjective nature of
knowledge allowing for a consideration of the meanings and understandings each participant
attaches to their specific reality (Schutt, 2022). An interpretivist epistemology is considered
to be in alignment with feminist research due to its belief in subjectivity, the socially situated
nature of knowledge, and often the materialist goals of interpretive research (Crawley and
Plakhotnik, 2023). In particular, this research has aligned itself with a feminist interpretive
inquiry which Jansen and Davis (1998) identified as being valuable for research on sensitive
topics and reflects the goal of the research to provide information which could materially
improve women with MS’s lives. This is because feminist interpretivism is ‘mindful of

gender and power differentials, promotes trust, creates space for individual stories, and
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allows for holistic findings’ (Jansen and Davis, 1998, p.289). At the centre of both
interpretive and feminist epistemology is the importance of situating knowledge (Koertge,
2012). This includes the significance of socially situating the knower within ‘their ascribed
social identities...and social relations, roles, and role given interests’ to recognise that ‘what
is known, and how it is known, reflects the situation and perspective of the knower’
(Anderson, 2020, n.p). This attends to the importance of considering participants’ intersecting
identities. Overall, the role of the researcher within this epistemological framing is that of the
‘learner’ whilst the women with MS are the ‘knowers’ and ‘experts’ in their own rights
(Jansen and Davis, 1998).

3.3 Methodological Approach

This research has used an interpretive phenomenological methodology underpinned by the
values of feminist research. In the broadest sense, phenomenology aims to create knowledge
regarding an individual’s perceptions of a particular phenomenon (Hesse-Biber, 2017). Those
utilising phenomenology recognise that everyone experiences events differently, reflecting
the philosophical assumptions of this research. Although there are different approaches to
phenomenology, the main goals tend to remain the same among these approaches. Neubauer
et al. (2019) described phenomenology as the ‘study of phenomena as they manifest in our
experience, of the way we perceive and understand phenomena, and of the meaning
phenomena have in our subjective experience’ (p.92). Phenomenology encourages
researchers to aim to understand the deep meaning of individuals’ lived experiences and how
they articulate said experiences, highlighting the suitability of phenomenology to guide my
research (Liamputtong, 2020). When conducting research which takes a phenomenological
approach, reflexivity is fundamental due to the significant emphasis placed on grounding the
understanding of the phenomenon in the participants’ experiences of social reality
(Liamputtong, 2020). Indeed, phenomenological studies aim to present a ‘detailed account of
human existence, where the subject is understood as an embodied and socially and culturally
embedded being-in-the-world’ (Zahavi, 2019, p.1). Through the exploration of subjective
lived experience, it is possible to forge new meanings and comprehensions which can alter or
add to the understanding of how the specific phenomenon is experienced (Neubauer et al.,
2019).

Edmund Husserl is thought of as the founder of phenomenology, who began writing about
phenomenology in the early 20" century, viewing it as a new way of doing philosophy (Beck,
2021). Husserl’s phenomenology is described as descriptive phenomenology due to the focus

it has on describing phenomena from the perspective of the person who has experienced the



44

phenomena (Tuohy et al., 2013). Descriptive phenomenology aims to garner the ‘essence of
pure experiences’ rooted in a focus on individual consciousness and allowing for a
consideration of thought and emotion (Beck, 2011, p.11; Neubauer et al., 2019). Husserl
believed that there are ‘universal essences’ among those who have experienced a
phenomenon, allowing for generalisable descriptions to be developed (Neubauer et al., 2019,
p.93). Key to Husserl’s phenomenology is the requirement to ‘bracket’ one’s pre-conceived
ideas, biases, and attitudes to attain the pre-reflective state to allow for a true description of

the phenomenon which is not impacted by the researcher’s subjectivity (Tuohy et al., 2013).

As mentioned above, this research aligns with an interpretivist epistemology that
problematises this objectivist view of qualitative enquiry. Thus, the research has instead used
interpretive phenomenology to guide the research, which Heidegger developed. Heidegger
believed that interpretation is essential to understanding a phenomenon as it facilitates
consideration of what may be hidden or, as Heidegger conceptualises it, allows you to peel
away layers of forgetfulness (Frechette et al., 2020; Beck, 2021). Indeed, a ‘philosophical
assumption underlying the interpretive phenomenological approach is that presuppositions or
expert knowledge on the part of the researcher are valuable guides to inquiry’ with the
researcher’s presuppositions being thought of as ‘horizons of significance’ whereby new
meaning can be formed (Taylor, C., 1991; Lopez and Willis, 2004, p.729). For example, a
researcher is unable to disregard the knowledge they attained from the literature on the topic,
which guides decisions surrounding whether there was a gap in the research and how best to
approach the inquiry to ensure valuable knowledge is produced (Lopez and Willis, 2004). It
is viewed that knowledge is co-constituted between the researcher and the participant, and
‘new understandings are created through the bridging of the researcher’s and the participant’s
horizons of significance’ (Frechette et al., 2020, p.4). Thus, it is significant for the researcher
to reflexively explore their positionality throughout, ensuring it is clear how their
subjectivity, beliefs, and preconceptions affect the research process and findings. I do so in
the final section of this chapter.

Interpretive phenomenology focuses on how human experience is lived, viewing humans as
actors within their experiences and considering the relationship they have between
themselves and what Heidegger terms their lifeworld (Neubauer et al., 2019). The term
lifeworld refers to ‘the idea that individuals’ realities are invariably influenced by the world
in which they live’ (Lopez and Willis, 2004, p.729). Thus, it is viewed that individuals’
experiences are socially situated, whereby they make sense of their experiences based on who
they are, their positions within society, and their culture, reflecting the philosophical

assumptions of the research (Neubauer et al., 2019). Through an interpretive inquiry, the
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researcher can attend to the similarities and differences between participants’ experiences, as
the goal is not to form common concepts but to interpret subjective experiences. Therefore,
interpretive phenomenological studies ask about the experience of a phenomenon and
develop this further by questioning interactions, relations to others, embodied experiences,
and emotions (Lopez and Willis, 2004; Frechette et al., 2020).

Whilst the research is guided by interpretive phenomenology, it was recognised that it could
not be separated from its connection to feminist research and the importance of its
overarching values. It is argued that feminist thought adds to phenomenology, allowing it to
become a political and sensitive framework to consider DVA through a gendered lens (Baird
and Mitchell, 2014). Indeed, whilst interpretive phenomenology was identified as the best-
suiting methodology, Oliveira et al. (2024) discussed that certain feminist researchers
originally rejected phenomenology, particularly Husserl’s phenomenology, as a valid form of
inquiry as they viewed it as failing to consider gender and it historically being ‘an exemplar
of male philosophical observation’ (Baird and Mitchell, 2014, p.421; Stoller, 2017). Thus, it
was significant to the shaping of the research to locate it within the broad values of feminist
research alongside interpretive phenomenology. According to Rhode (1990 in Westmarland
and Bows, 2019), whilst feminist research varies, it is underpinned by three main

commitments: political, substantive, and methodological:

‘On a political level, they seek to promote equality between women and men. On a
substantive level, they make gender a focus of analysis. Finally, on a methodological
level, they aspire to describe the world in ways that correspond to women’s
experience and seek to identify the fundamental social transformations necessary for
full equality’ (Westmarland and Bows, 2019, p.11)

Central to this research is the view that feminist research should provide the opportunity for
women and marginalised groups to express their views, prioritising conducting research
which can practically benefit their lives (Westmarland and Bows, 2019). Using interpretive
phenomenology underpinned by feminist values to guide the research allows for the
subjective experiences of the women to be explored sensitively by prioritising their voices,
focusing on how they make sense of their DVA experience from their specific location within

society.

3.4 Sampling and Recruitment

In recognition of the research topic being considered of a sensitive nature and a very specific

sub-group of the population, women with MS, two avenues of sampling were used. The main
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avenue of recruitment to the study was from outpatient MS clinics and MS Specialist Nurse-
led services in two Hospital Trusts in England. Site A was an NHS trust in the north of
England, which is one of the largest trusts in England and covers a wide geographical area,
and Site B was an NHS trust in the midlands region of England. Potential participants were
approached by the clinical MS team from both sites either in person or by telephone. This
included identification by specialist consultant neurologists and MS clinical nurse specialists
who are directly involved in the care of people with MS. Recruitment from both sites was
facilitated by consultant neurologists. Before recruitment began, I met with the MS team at

both sites to explain the project and the eligibility criteria.

The clinical teams were provided with the recruitment poster and the eligibility criteria
allowing them to identify potential participants. The potential participants were given brief
information about the study and provided with the research poster (Figure 1), which included
my email address and a QR code which when scanned took the potential participant to the
contact form. This poster was also displayed in the women’s toilets in site A in the outpatient
clinics and Neurology Daycase Unit, allowing potential participants to scan the QR code in
private. This resulted in two women contacting me whose DV A experiences had not been
disclosed to the MS team. Potential participants were also provided with the option of their
contact information being passed on to me, with their consent, so that I could get in contact
with them. This provided potential participants multiple avenues of getting in contact with me
ensuring they were comfortable. I was then able to contact the potential participants and
provide them with the participant information sheet (Appendix A). The participant
information sheet outlined key facets of the research, including the purpose of the research,
what participation would include, and the £30 voucher they would receive to thank them for
participating. Providing participants with a voucher to thank them is a way of recognising the
important contribution of the research participants and aims to demonstrate the value of their
time (Zutlevics, 2016). Furthermore, participants were made aware that there would be no
negative consequences to their medical care if they decided not to take part or to their
relationship with their clinical team, in line with the BSA (2017) ethics guidance, section 21,
which outlines the importance of not compromising the relationship between potential
participants and gatekeepers. This was also highlighted by the individual who approached the
participant and on the participant information sheet. In addition to recruiting through the
NHS, I also attempted to recruit through gatekeepers including MS-specific organisations and
DVA organisations such as Women’s Aid. In total, I contacted 11 organisations, most of
whom either did not respond or stated that they could not support the study. The four
organisations that did respond agreed to share the research poster via their social media,

including Facebook and Twitter, and in their e-newsletter.
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Would you like to participate in research on
Multiple Sclerosis and Domestic Violence and
Abuse?

The research wants to learn about your experiences of
accessing support (or not) in relation to domestic violence
and abuse and how you would like to be supported.

What is involved? | would like to talk

An informal chat with Kharis to you if you:
Hutchison, PhD student at the + Are awoman aged 18 years and
University of Leeds working with above

Professor Helen Ford, (in « Have a confirmed diagnosis of

person/online) for 60-90 minutes multiple sclerosis
+ Have experienced or are

And/Or participating in a co- currently experiencing domestic
production workshop with other violence and abuse (e.g physical
women to think collectively about abuse, threatening behaviour,
what support you want economic abuse)

« Are treated by (Hospital Trusts
You will receive a £30 Amazon anonymised in this version)
voucher for participating! clinical Multiple Sclerosis team

Contact Details

If you are interested or would like further
information please contact:

Kharis Hutchison

sskeh@leeds.ac.uk

Or fill in your details using the contact form
by scanning the QR code: ] )

UNIVERSITY OF LEED

Version 3 16.1.23
Figure 1. Recruitment Poster

Through this recruitment process, 16 potential participants completed a contact form or
contacted the researcher directly via email. All potential participants had to complete a
screening questionnaire using their unique participant ID, which was provided alongside their
participant information sheet. The screening questionnaire collected demographic data and
questions to ensure they fit the eligibility criteria. This included questions regarding whether

they were currently experiencing DVA, the forms of DV A experienced, and if participating
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in the research would put them at risk of harm. These questions were fundamental to ensuring

the safety of the participants.

3.4.1 Sample Size

Sample size is a contested aspect of qualitative research connected to the desire for
qualitative research to be understood as high-quality and rigorous, with its value recognised.
This has led to significant discussion about the ‘ideal’ sample size in qualitative research and
how to determine whether a sample is ‘adequate’ (Sebele-Mpofu, 2021). Often decisions
surrounding sample size are shaped by concerns about how external powers, such as ethics
boards, examiners, and journal reviewers, perceive sample sizes, with them expressing a
preference for larger samples (Emmel, 2013). To Emmel (2013), a ‘pseudo-quantitative logic
is imposed that assumes a large number sample is more reliable towards producing
trustworthy findings from research’ (p.145). However, this research is guided by interpretive
phenomenology, with research aligned to this methodological approach tending to have
smaller sample sizes (Bartholomew et al., 2021). This is due to the aim of phenomenological
research to present a detailed consideration of each participant’s experience, ensuring each
individual’s voice is heard. In this way, the sampling of this research reflects the realist view
of sample size that ‘it is not the number of cases that matters, it is what you do with them that
counts’ (Emmel, 2013, p.154).

Thus, this research intended to have a smaller sample size, originally estimating a maximum
of 15 participants based on factors including time limits and the significant size of qualitative
data. Whilst an estimation of sample size was required for NHS ethics, it must be noted that
this was simply an estimation, as determining sample size a priori is often viewed in
opposition to inductive and exploratory research (Sim et al., 2018). In the end, seven women
with MS participated in the research, all of whom were recruited from site A, reflecting the
phenomenological approach of the research. The seven participants provided rich accounts of
their experiences, which allowed for the research questions to be answered sufficiently. By
having a smaller sample size, [ was able to use significant amounts of detail from each
participant’s experience, resulting in minimal wastage of data or the women’s time. All
participants provided informed consent, as discussed in more detail in the ethical

considerations section of this chapter (Section 3.7).

3.4.2 Recruitment Difficulties and Limitations
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Recruitment to the research was difficult for a variety of reasons. As outlined above, 16
potential participants were identified, of whom only 7 women participated, which can be
connected to several factors and personal circumstances. For example, several women (3)
who had completed the contact form and screening questionnaire stopped responding to
communication about the research. Additionally, one woman who was referred by her MS
nurse decided not to participate due to a combination of continuing poor health and feeling
too traumatised from her experience. Being distressed by their experience was a factor in
another potential participant’s decision not to participate. In another instance, a potential
participant was an asylum seeker who requested an online interview but did not have access
to working technology to facilitate this. Whilst I attempted to work around this, such as
organising for her to use a computer at her local MS clinic and an interpreter, in one instance
the interpreter failed to attend the meeting, and subsequently contact with the potential
participant was lost. Furthermore, one potential participant was currently going through the
court process for her experience of DVA, which meant she did not have the capacity to
continue with the research process. Not fitting the eligibility criteria also proved to be
problematic for 2 women. This was especially difficult in the one instance where a woman
was currently experiencing DVA which she had not disclosed to her MS team and, therefore,
was unable to be included in the research. It was an ethical requirement of the research that
all participants needed to already have access to support if the DVA was current to ensure
that the women had a safety net and to reduce risks of the research causing undue risks. Thus,

I signposted her to available local support and encouraged her to disclose to her MS team.

As discussed above, to aid the recruitment process, I attempted to recruit through local
specialist DVA organisations as well as local and national MS organisations, in addition to
recruiting via the two NHS trusts. Most organisations either did not respond or informed me
that they did not have the capacity to support the project. The services that were able to
support recruitment did so by sharing the recruitment poster via their social media, email list,
and newsletter. Although recruiting via social media and using online methods are common
options used by researchers due to the improvements they can make in reaching populations
and improving accessibility, it proved problematic in this instance. A national MS
organisation posted about the research on Twitter resulting in an influx of 34 seemingly
legitimate email addresses of people interested in participating (Note that this was in addition
to the 16 genuine responses I referred to earlier). I received responses on the screening
questionnaire which were strange. For example, the ethnicity, age, and location of those
filling in the questionnaire all were the same whilst there were slight variations in the types of
DVA they experienced etc. Most of these cases were excluded as they did not meet the
eligibility criteria but three of them did. I organised interviews with these respondents and the

communication via email was also peculiar with one-word or one-sentence responses. |
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conducted one interview with one of the respondents online. This interview proved to be
extremely abnormal, with the individual having very little to say, particularly in relation to
their MS, and did not turn their camera on. Following this interview, my PhD supervisor,
who is a consultant neurologist in the trust, advised that we should check whether the
participant was an actual NHS patient in the area they had stated. This query conducted by
the NHS administrator who handled the personal participant information for the project,
which needed to be recorded following NHS guidance, resulted in no records being found
from any of the three respondents I had been speaking to, meaning they did not fit the
eligibility criteria of being treated in one of the two NHS Trusts.

It is believed that the project received false responses to the call for participants from a single
person due to the £30 Amazon voucher available for participating. According to Davies et al.
(2024), fraudulent participation is a growing concern when using online recruitment and
methods which can negatively impact the validity of research findings. This increase is of
particular concern for studies which are providing financial compensation. Fraudulent
participants, also described as imposter participants, make use of the anonymity that online
methods provide with them often signing up ‘multiple times to online research studies in
order to accumulate financial compensation’ (Davies et al., 2024, p.2). Indeed, one study
discovered that a fraudulent participant had taken part in several online interviews for the
same study by keeping their camera turned off, just as I had experienced (Roehl and Harland,
2022). Fortunately, I was suspicious of the communication I was having and did not conduct
multiple interviews with what I believe to have been the same fraudulent participant. There is
a level of trust between respondents and the researcher, with both believing there to be good
intentions. However, in this case, my trust was violated, worsened by the fact that I had
conducted an interview, and it being likely that the experience of DV A they recounted was
not true. As a result, the recruitment process was altered for those who filled in the contact
form or contacted me via email, with the decision being made to check that they were treated

by site A or site B to ensure that they were genuine patients in these MS clinics.

The research used a recruitment poster to provide key information to potential participants
about the scope of the research. When reflecting on the design of the poster, there is the
possibility that this may have been a limitation in recruiting those who had experienced DVA
from family members and carers. Whilst DVA from family members and carers were
included in the understanding of DV A for the research, DV A is often understood as simply
occurring between intimate partners. Thus, as the recruitment poster did not explicitly state
the inclusion of DVA from family members and carers, the research’s failure to recruit

women with MS who had experienced DVA from family members and carers may be
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connected to the way the inclusion criteria were communicated on the poster. Certainly,
whilst the participant information sheet detailed the inclusion of women with MS who had
experienced DVA from intimate partners, family members, and carers, potential participants
would have needed to have contacted me to receive this information, which involved
identifying themselves as victim-survivors of DVA. Similarly, the recruitment poster did not
explicitly state that if a potential participant was currently experiencing DVA and had not
disclosed this to a professional, they would not be eligible to participate. This information
was stated on the first page of the participant information sheet. However, it should have

been stated on the poster to ensure that being unable to participate caused no harm.

3.4.3 Participant Profiles

Despite the difficulties discussed above, this study was able to successfully recruit seven
women with MS who had experienced DV A, all of whom were treated by site A. All seven
participants had experienced DVA from an individual who could be conceived of as an
intimate partner. Thus, whilst the research sought to explore women with MS’s experiences
of DV A as broadly conceptualised to include intimate partners, family members, and carers,
it instead provides an exploration of IPV, which is one facet of DVA. This section provides

pen profiles for each respondent.

Box 3.4.2 Overview of sample

Faye is a woman in the 35-44 age category. She identifies as bisexual, white British, and is
currently unemployed. Faye experienced multiple forms of DV A, including physical and
sexual abuse, violent or threatening behaviour, and coercive or controlling behaviour from
her ex-boyfriend, who also had MS. The DVA continued post-separation. Faye discussed
that this was not her first experience of DVA.

Jaz is a 45-54 year old woman who identifies as British Indian and straight. Jaz has
children and currently volunteers at a local MS organisation. She was abused by her ex-
husband, who psychologically and emotionally abused her, used controlling and coercive
behaviour, and abuse or violence specific to her impairments. The DVA continued post-

separation.

Grace is a 25-34 year old woman. She identifies as straight and white British. Grace has

children and is unemployed at the time of the research but discussed she would soon be
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volunteering at a DV A organisation. Grace’s ex-boyfriend abused her physically,
emotionally, and psychologically, which continued post-separation. She discussed that she
had also experienced an instance of sexual abuse from a different man after her DVA

relationship ended.

Carolyn is a woman in the 65+ age category. She identifies as white British, straight, and
is retired due to ill health. Carolyn experienced sexual abuse from a man that she had been
dating for several months. She describes him as also having been psychologically and
emotionally abusive, demonstrating coercive and controlling behaviour, and threatening

behaviour.

Jenny is a 25-34 year old woman who identifies as straight and British. She is currently
unemployed. Jenny had experienced physical, sexual, and emotional abuse, and controlling
and coercive behaviour from a man that she had been in an informal relationship with.

Katie is a 35-44 year old woman. Katie identifies as white and straight. She has a child and
is currently unemployed. Katie experienced psychological, emotional, and economic abuse,
violent or threatening behaviour, and controlling and coercive behaviour from her ex-
husband. The DV A has also continued post-separation. Following this relationship, Katie

discussed experiencing another DV A relationship which lasted several months.

Anne is a woman in the 35-44 age category. She identifies as white and bisexual, and is in
full-time employment. Anne experienced physical, sexual, psychological, and economic

abuse, abuse specific to her impairments, violent or threatening behaviour, and coercive or
controlling behaviour from her ex-husband. Anne discussed that the DVA continued post-

separation.

3.5 Methods

3.5.1 Data Collection

Women with MS who have experienced DVA are an under-researched population. We know
little of their lived experiences of DVA and help seeking. Therefore, this research centre-

stages their voices. To do this it uses an inductive qualitative approach with two stages
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utilising both interviews and a co-production workshop with women with MS prioritising
gaining detailed information concerning their experiences, reflecting the research questions.
Phenomenology does not prescribe any specific research methods with phenomenologists
utilising a variety including in-depth interviews, observation and looking at written accounts
(Hesse-Biber, 2017). The use of interviews and co-production workshops aligns with both the
interpretivist epistemology and phenomenological methodology which are concerned with
‘seeking deep understanding’ as both methods are used when wanting to gain rich, detailed,
and in-depth data (Hesse-Biber, 2017, p.23).

Throughout the data collection process, it remained central that I understood any reasonable
accommodations that a participant may require to allow them to take part in the research. As
many people with MS experience fatigue, I informed all participants before commencing data
collection that we could pause if they wanted to, and I was flexible concerning the time of
day and the location that interviews occurred. Further, as the research is of a sensitive nature,
I offered to provide participants with a copy of the interview guide to help with any concerns
surrounding what was going to be asked. This proved to be fundamental for some in calming
anxiety as well as helping them to organise their thoughts for those who struggled with MS
brain fog, which can make concentrating and remembering things more difficult. Throughout
the recruitment process when initialising contact with potential participants I continuously
repeated in these email and phone communications that they can ask me anything about the
research, as well as checking for questions before commencing data collection to ensure

participants were comfortable.

3.5.2 Stage One: Semi-structured Interviews

The first stage of the research used semi-structured in-depth interviews with all seven
participants. The interviews ranged between 45 minutes and 2 hours depending on whether
support had been accessed and the depth of detail participants chose to share. Stone and
Priestley (1996) discuss that when conducting research with disabled people researchers
should use non-exploitative methods which ‘accept disabled people’s expertise as knowers’
which in-depth interviews, especially when semi-structured, facilitate (p.22). As a method, it
is one of the most used in research on gender, violence, and abuse, and has an extensive
history in DV A research (Westmarland and Bows, 2019). In-depth interviews are understood
as a way of gaining rich data from the perspective of a specific individual concerning the
research topic, placing an emphasis on the participants being able to express themselves in
their own way (Liamputtong, 2020). It is a method which is associated with feminist research

as it was used to provide women the opportunity to tell their stories in detail from their
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perspectives which had often been ignored (Bryman, 2016). Further, others have highlighted
the usefulness of in-depth interviews for ‘accessing subjugated knowledge’ and thus is

suitable for research involving marginalised groups such as disabled people (Hesse-Biber,
2017, p.110).

As the interviews were semi-structured, I had an interview guide with a limited number of
open-ended questions to guide the interview (Appendix B). The interview guide was adjusted
throughout this stage with questions being added to reflect topics of interest which had been
raised in interviews and to improve the flow of the interview. Semi-structured interviews are
often described as the middle ground between structured and unstructured interviews
(Liamputtong, 2020). This is because they allow the researcher to ensure relevant information
is collected to answer the research questions whilst providing participants the opportunity to
bring up issues which they believe are significant to their experiences (Braun and Clarke,
2013). Therefore, semi-structured interviews allow for a more conversational interview which
flows better than ones which follow a rigid structure. This connects to the critiques made by
feminists concerning the hierarchical nature of interviews which influenced the design of the
interviews and provided significant advice on conducting interviews which reduces the power
imbalance between researcher and participant. This includes, for example, the importance of
taking a conversational approach and building a rapport with the participants to put them at
ease (Bryman, 2016). For example, the interviews all began with a conversation about the
women asking questions about their experiences of MS such as when they were diagnosed

and any impacts it has had on their lives.

The interview guide was developed using open questions on participants’ DVA experiences
and subsequent help-seeking journey. This included topics such as the process of coming to
the realisation that one’s experience is DV A, disclosure decisions, and experiences of
accessing support including any difficulties they may have encountered. For ethical reasons
respondents were not directly asked what had happened to them and instead phrase the
questions around the process of realisation. This left the decision about how much the women
wanted to share with me in their hands. The intention was that women should not feel they
had to revisit unpleasant experiences, unless they decided themselves that they wanted to talk
about these. This format reflects practices I had observed on a research project [ was a
research assistant on, which explored the help seeking journeys of disabled victim-survivors
of rape and sexual violence (Hollomotz et al. 2023). Downes et al. (2014) discussed that
researchers should not shy away from conducting research which explores violence
experiences as if we did so it could prevent research progress. Instead, questions should be

phrased in a way which provides participants with agency about what they choose to discuss,
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which is exactly what I did. Additionally, in line with the advice from Westmarland and
Bows (2019), I informed the participants when I was about to ask the question regarding
realisation checking that they were comfortable to continue and reminded them that they did
not have to answer any questions they did not want to. Moreover, the interview schedule was
structured so that the interview ended on a more positive note with the final section of the
interview focussing on what kind of support they would like and from whom. Furthermore, as
a researcher, I saw it as my responsibility not to cause undue distress to respondents, as
outlined by the BSA (2017) statement of ethical practice, section 25. This included the
responsibility to ensure the respondents did not come away from the interview feeling badly
about themselves. I managed this by being positive throughout the interview and interjecting
on occasions where respondents blamed themselves for what had happened to them. For

example, this can be seen in this excerpt from the interview with Carolyn:

Carolyn: ‘A big thing for me, myself, I know that I don’t feel good about myself since that
that is since the MS since I can’t do all the things that I used to do. You know I can’t go out
and walking and I can’t go out doing all the exciting things that I used to do. You know like
you have days that you can’t get out of bed with the fatigue and when you can get out of bed
you need to be near a toilet. All these things that you can’t do that you used to do, and that
you feel that you want to do and you feel people are going to look bad on you if you can't.
And society you know the TV and all these wonderful women on the TV and in magazines and

you just think that you re not worthy.’

Interviewer: 1 do hope you know that first of all the rape wasn’t your fault at all,
nothing to do with you having MS. It’s a misogynistic man who may have perceptions of
MS which aren’t true, and society is completely at fault for creating these disabling

ideas which have affected you as well.

Whilst for many COVID-19 was already less of a consideration in how they lived their lives
at the time of the interviews in 2023/2024, people with MS remained clinically vulnerable to
COVID-19 which can significantly impact their MS. Additionally, people with MS can
experience fatigue and some may have limited mobility. Thus, I provided each participant
with the option of whether they would like to conduct the interview in-person or online via
zoom allowing them to decide what would make them the most comfortable. Four interviews
were conducted in person on University of Leeds premises in a location which was accessible
and had blue badge parking nearby, and in a private room in an MS clinic. The remaining

three interviews were conducted online via zoom. As discussed by Lobe et al. (2020),
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‘computer mediated communication offers greater flexibility in time and location of data
collection, [and] can be described as a highly socialized form of interaction, which can also
conform to health and safety restrictions’ (p.1). In particular, Zoom was an incredibly
beneficial tool throughout the pandemic and is a relatively simple software. Concerns have
been raised regarding conducting online interviews including the depth and flow of the
conversation as well as technological difficulties (Lobe et al., 2020). However, using Zoom
was not problematic for those who chose online interviews, and I did not perceive significant
differences in the depth or flow of the interviews to those conducted online. For example, the
average length of the interviews conducted online was 47 minutes compared to 1 hour and 24
minutes, with the main difference in length attributed to the fact that one of the online

interviews included a participant who had not accessed any form of support.

3.5.3 Stage Two: Co-production Workshop

The second stage of the research used an online co-production workshop with the women
who had completed the interview stage using a software called Padlet. Originally, the co-
production workshop was going to include both participants from the interview stage and
new participants. However, when reflecting upon the difficulties that were encountered in the
original phase of recruitment it was decided not to attempt further recruitment. This decision
was also influenced by the time constraints imposed on doctoral research. Whilst all
participants expressed a desire to participate in the co-production workshop only four
contributed. The purpose of the workshops was to present the non-sensitive findings on what
kind of support the women would like from the interview stage, allowing the participants to
check the findings and develop their views further to ensure the findings were representative

of their views.

Co-production ‘refers to the contribution of service users to the provision of services’ (Realpe
and Wallace, 2010, p.9). Through the inclusion of the service users in the creation of services
the service user becomes the expert reversing the classic power dynamic within research
(Boyle et al., 2006). As discussed by Realpe and Wallace (2010), co-production challenges
the assumed passivity of service users and instead emphasises the fundamental role they play
in the success of services. Co-production workshops reflect focus groups in that they aim to
encourage participants to engage and interact with one another although, unlike focus groups,
co-production workshops have a specific focus on creating/improving services (Finch et al.,
2013). Group-based methods have been described as potentially empowering as they can
allow participants to realise that they are not alone in their experiences and struggles (Braun

and Clarke, 2013). Group-based methods can be difficult with group dynamics being a
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potential disadvantage due to dominant personalities or those who say very little (Braun and

Clarke, 2013). However, this was not a significant concern due to the design of the workshop.

When the research was first designed it was intended that the co-production workshop would
be a synchronous activity led by me. However, when conducting the interviews it became
apparent that the participants had very complex lives with some having caring responsibilities
which would have made organising a synchronous workshop difficult. Thus, the original
method of participants drawing mind maps whilst engaging with each other was no longer
viable. This decision was also influenced by ethical and practical concerns which were
reflected upon when reaching this stage of the research. For instance, confidentiality is a
central concern for research and in synchronous workshops this can be more problematic to
ensure due to its reliance upon a group of participants in maintaining it (Sim and Waterfield,
2019). Whilst the workshop was not to include sensitive information about DV A experiences,
which was clearly stated to participants, researchers cannot control what individuals choose
to talk about both in and outside of the workshop, creating concerns about causing distress for
participants and further concerns about confidentiality. Instead, it was decided that an online
asynchronous workshop would be conducted using Padlet which facilitates the creation of a
pin board that participants can add to and comment on posts. This ensured that participants
were able to engage with each other at times which suited them whilst retaining a level of
creativity to the method. Online workshops may also be preferred by a participant as they are
inexpensive, increasing the accessibility of the research and thus allowing more people to
participate, and can be less time consuming than in-person workshops (Fielding et al., 2016).
An additional benefit of using Padlet was the ability for participants to retain their anonymity

which other software and group methods would have made more difficult or not possible.

The use of creative methods provides participants with the opportunity ‘to explore the ways
in which they construct and make sense of knowledge’ and to engage more deeply with their
experiences (Burch, 2022, p.397). It has also been suggested that creative methods are a
sensitive way to begin discussions which may be more difficult (Rice and Miindel, 2018).
Further, creative and arts-based methods aid in reducing the power imbalance often discussed
within research as they support the collaborative creation of the research data (Rohleder et al.,
2021). The use of Padlet allows for the creation of pin-boards which was chosen as it allows
participants to explore the various branches of support and is a creative activity which does
not require any artistic skill and is easily used. This is key when considering implementing
creative methods as participants may have lower creative confidence which can impact the
effectiveness of the creative method (Rainford, 2020).
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To design the Padlet board I conducted preliminary analysis of the interview data focussing
on the data relating to improving support and their versions of ideal support. This allowed for
me to organise the data into different components of the support-journey and the themes
within those areas. The different components of the support-journey provided the basis for
the Padlet board such as disclosure, the role of healthcare practitioners, and finding out about
service. The findings were anonymised and generalised with no direct quotes used. To help
facilitate the participants I wrote questions in several of the posts to encourage further
development of their views. The first post on the Padlet board outlined how to use the
website encouraging participants to add comments and make their own posts. Once the Padlet
board was created I contacted the participants and asked whether they would like to
participate. All participants expressed interest, and I sent them the information on the purpose
of the workshop, the instructions, and the secure link to the Padlet board. This included
informing them that all posts were anonymous, but if they would like to be connected to their
posts, they should add their participant ID at the end of any comment or post. Most
participants chose to remain anonymous. The data from the Padlet is used within Chapters

Six, Seven, and Eight.

3.6 Analysis

In order to analyse the data, reflexive thematic analysis was employed. Reflexive thematic
analysis is an approach to data analysis coined by Braun and Clarke (2019) which represents
an updated approach to their original approach to thematic analysis outlined in their first
publication on the topic (Braun and Clarke, 2006). According to Byrne (2022), reflexive
thematic analysis ‘is an easily accessible and theoretically flexible interpretative approach to
qualitative data analysis that facilitates the identification and analysis of patterns or themes’
(p-1392). It is understood that the researcher plays an active role in the production of
knowledge through their interpretation, reflective of the epistemological and methodological
underpinnings of this research (Braun and Clarke, 2006). Indeed, themes are not thought of as
simply emerging from the data but are the active process of the researcher engaging and
interpreting the data ‘produced at the intersection of the researcher’s theoretical assumptions,
their analytic resources and skill, and the data themselves’ (Braun and Clarke, 2019, p.594).
In this way, the understandings and meanings that I have interpreted from the data may not be
the same as somebody else. Due to reflexive thematic analysis not involving the use of
codebooks or pre-assumed codes/themes the analysis is entirely ‘grounded in the data’ (Braun
et al., 2019, p.848). This means that reflexive thematic analysis allows both to consider how
the data answers the initial research questions and considers beyond the parameters of the
questions by ensuring that unexpected codes and themes that arose as significant were not

ignored. This reflects the importance in interpretive phenomenological studies of asking
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‘What do I now know or see that I did not expect or understand before I began?’ (Benner,
1994, p.101)

Braun and Clarke (2021) outlined a six-stage process to aid researchers in the process of
reflexive thematic analysis: 1) data familiarisation and writing familiarisation notes; 2)
systematic data coding; 3) generating initial themes from coded and collated data; 4)
developing and reviewing themes; 5) refining, defining and naming themes; and 6) writing
the report. Although these stages are outlined it is recognised that the analysis process is not
linear but instead recursive meaning that the researcher may move back and forth between the
steps as needed (Braun and Clarke, 2006). In particular, as highlighted by Trainor and
Bundon (2021), I found the process of developing themes to be an ongoing one up to the
point of writing and continued to be developed during the writing process, which involved
returning to the transcripts and the coding process. In this way, reflexive thematic analysis
encourages moving between the part and the whole, as emphasised in the phenomenological

concept of the hermeneutic circle (Frechette et al., 2020).

To begin the data familiarisation stage, I firstly transcribed the audio recordings of the
interviews. Hesse-Biber (2017) believes that it is fundamental that throughout the
transcription process the researcher recognises that transcription is not a passive process, but
instead ‘provides the researcher with a valuable opportunity to actively engage with his or her
research material from the beginning of data collection’ (p.309). This means that it is a
process which should not be rushed to allow you to immerse yourself in the data. Once the
data was transcribed, I read through the transcripts multiple times to familiarise myself
further. During this process, I began to write notes of my observations of any patterns or
trends and also made comments within the transcripts beside interesting passages using the
comments feature in Microsoft Word. In the second phase, I systematically went through the
transcripts, applying codes to sections of the data which I identified as being significant to the
research questions and interesting or meaningful overall. To do so, I used the coding software
NVivo. Codes are conceptualised as the ‘smallest units of analysis’ and the ‘building blocks
for themes’ (Clarke and Braun, 2017, p.297). Reflexive thematic analysis allows for coding
to occur at both the semantic level, which is considered descriptive and explicit, and the
latent level, which aims to identify underlying or more hidden ideas and meanings (Braun
and Clarke, 2021). For example, this meant that I used more descriptive codes, such as ‘using
children to abuse’ and ‘physical violence’ to describe DV A experiences alongside more
conceptual codes, such as ‘psycho-emotional disablism’. Throughout this coding process,
codes evolved and changed as I engaged with the analytic process, reflecting the reflexive
nature of the method.
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Phase 3 involved organising the codes into initial themes and subthemes. Themes are broader
‘patterns of meaning, underpinned by a central organising concept- a shared idea’ whilst a
subtheme captures a unique component of a theme under the same organising concept
(Clarke and Braun, 2017, p.297). To do so, I continued using NVivo and organised the codes
into clusters which had shared ideas or meanings. I found the ability of NVivo to organise
and create hierarchies of codes into parent nodes and child nodes particularly useful when
forming initial themes. Parent nodes represented candidate themes, whilst children nodes
represented candidate sub-themes. I developed eight preliminary themes: 1) nature of DVA
experienced by women with MS; 2) consequences of DVA on well-being; 3) relationship
with themselves and others; 4) barriers to accessibility; 5) failure to believe and validate; 6)
the need for action; 7) support which is multi-faceted; 8) support which recognises our
specific needs. This phase of data analysis provided the areas of discussion for the Padlet

board, which were collated under candidate themes seven and eight.

The final stages of reflexive thematic analysis focus on reviewing and refining the themes.
Braun and Clarke (2021) outline several considerations when deciding whether your themes
are ‘good’, including ensuring that they are not simply reporting areas of discussion, that the
themes do not overlap, and that the themes are telling the reader something of importance
about your data. To reflect on the candidate themes, I returned to the transcripts and the
Padlet board and went through them with the candidate themes in mind. Part of this process
also included removing themes or combining themes. For example, I combined
‘consequences of DVA on well-being’ and ‘relationship with themselves and others’ into the
centralising concept of the relationship between psycho-emotional disablism, DVA, and MS,
which I felt represented the data more coherently. Phases four and five of the data analysis

resulted in the identification of four overarching themes:

Theme 1: The coercive and controlling experiences of DVA among women with MS

Theme 2: The detrimental effects of the interaction between MS, psycho-emotional
disablism, and DVA

Theme 3: Behaviour and institutional practices shaping women with MS’s views of their

help-seeking journey

Theme 4: The need for holistic wrap-around support
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The themes are addressed in the following analysis chapters. Chapter Four outlines the DVA
experiences of women with MS, analysing these experiences through the framework of
coercive control. Next, Chapter Five considers the harms of DVA and psycho-emotional
disablism, exploring the ways that they interact to negatively affect women with MS’s well-
being and sense of self. Unlike the previous chapters, which each explored an overarching
theme, Chapters Six, Seven and Eight explore themes three and four. Chapter Six considers
the role of the police in the help-seeking journeys of women with MS, their views of the
experience and how the police could improve their practice. Chapter Seven explores the
women’s experiences of accessing specialist victim services and the support available.
Finally, Chapter Eight focuses on help-seeking through HCPs, exploring what they deemed
beneficial and detrimental to their support journey in terms of aiding their well-being, health,
and support for the ongoing effects of DV A. This chapter opens a discussion surrounding the

role of HCPs in the support journey and what support women with MS view as fundamental.

3.7 Ethical Considerations

It is fundamental within qualitative work for the researcher to consider any ethical dilemmas
which may possibly arise through the process. This includes ethical considerations which
revolve around the well-being of both the participants and the researcher. This is especially
important within this research as it includes a ‘vulnerable’ group and is regarding a sensitive
topic meaning that safeguarding the participant is central. Prior to the start of the study, a
favourable opinion was sought from the local NHS research ethics committee (REC) via the
Integrated Research Application System (IRAS) (Appendix C) and local research and
development (R&D) department, to ensure the research complies with local regulations. The
study was also submitted to the Health Research Authority (HRA) via IRAS (Appendix D).
The study was sponsored by the University of Leeds.

3.7.1 Informed Consent

Informed consent is a fundamental feature of ethical research which involves the participants
making an informed choice about whether participating in the research is the correct decision
for them. Indeed, gaining informed consent ‘implies a responsibility on the sociologist to
explain in appropriate detail, and in terms meaningful to participants, what the research is
about, who is undertaking and financing it, why it is being undertaken, and how it is to be
distributed and used.” (British Sociological Association, 2017, p.5). To ensure that the
participants could make an informed choice regarding participating in the research they were

provided with a participant information sheet prior to organising the interview which detailed
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the purpose of the research, what participation involves, what their data will be used for,
information regarding the safeguarding of their data, and that there would be no negative
consequences to their medical care if they chose not to participate. Additionally, participants
were informed that they were able to withdraw themselves and their data from the research
up to two weeks after the interview/workshop. To aid in the participants being able to make
an informed decision I encouraged them to contact me if they had any questions prior to the

interview.

Once the participants received all the relevant information on the study and decided they
wanted to be involved, they received the consent form (Appendix E), which was completed
before any study-specific activity occurred. Those who had in-person interviews completed
the consent form in my presence. I encouraged them to take their time and read everything
carefully. Those who had online interviews completed the consent form before the interview
took place and returned it to me via email. Before commencing the online interviews, I
checked in with the participants to make sure everything made sense and that they were
happy to proceed. Following NHS practice, I countersigned the consent forms and sent them

back to the participants so that they could retain a copy.

3.7.2 Confidentiality

All highly confidential data was stored in line with the University of Leeds Information
Protection Policy, which currently allows for storage on either the M:Drive or OneDrive. A
research file was kept in a locked cabinet in a locked office within the Leeds NHS Teaching
Hospitals Trust, which contained physical copies of the completed consent forms in line with
the REC requirements. To ensure participants' confidentiality, they were assigned a unique
study ID number used within the data collection stage of the research. Their ID numbers were
used when filling in the screening questionnaire. It collected necessary data concerning the
participants’ DV A and characteristics, such as their age and whether the DV A was still
ongoing. This data was collected on Microsoft Forms and transferred to an Excel document,
and the original forms were deleted once this was completed. Interviews were transcribed as
soon as possible, and the audio recordings were then deleted. As a further measure to ensure
confidentiality, the participants were asked to choose a pseudonym to be referred to in the
thesis and any identifiable information, including the names of children or locations, was
removed from the transcripts A key document was created which contained the participants’

unique ID and their pseudonyms.
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It is important when conducting interviews that participants feel safe, and one of the ways of
doing so is ensuring their privacy. The interviews which occurred in person took place in a
private meeting room within the University of Leeds premises, and I checked in with the
participants who had online interviews to check that they were alone or comfortable to
proceed. Since the co-production workshop was online and any posts on Padlet were
anonymous, there was less risk to confidentiality as in other forms of group work. Whilst
potential participants were identified by members of their clinical MS care team, this did not
necessarily mean that they were aware of who decided to consent and participate in the
research. The members of the care team will only be made aware if the potential participant
themselves chooses to disclose this or if the primary researcher must disclose any
safeguarding concerns. Participants were made aware via the participant information sheet
and consent form that confidentiality may have to be broken if a disclosure is made, as per
the section below. The clinical MS care team has access to private information about
potential participants. However, this is not connected to the research and was not shared with
me. Participants were made aware of who the research data would be shared with via the
participant information sheet and had to consent to this via the consent form. This included
my supervisors and a post-doctoral researcher at the University of Leeds who will run

secondary data analysis to create a toolkit for clinical practice.

3.7.2.1 Disclosures

A further concern regarding confidentiality is the possibility of disclosures being made within
the study which requires confidentiality to be broken. Legally, you must report concerns
about anyone under the age of 18 being at risk of harm as outlined within the Children Act
2004. Regarding adults, the NHS Safeguarding Adults guidance (2017) outlines that a
‘person’s right to confidentiality is not absolute’ (p.11). It is highlighted that a breach of
confidentiality should only occur if it is deemed completely necessary, such as if active DVA
is deemed to be life-threatening or placing a minor at risk of harm. Concerns of disclosure
meant that I organised named safeguarding contacts within both NHS Trusts should I need to
refer anyone to the safeguarding team or contact them to gain advice about how to proceed.
As mentioned above, the participants were made aware of the limits of confidentiality within
the participant information sheet and the consent form to make sure they were able to make

an informed decision about participating.

One inclusion criterion in this study was that women with MS who are currently experiencing
DVA can only be included if they have disclosed their DV A to a professional, such as a

healthcare practitioner or to a DVA service. It is assumed that support has already been put in
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place, and it is therefore less likely that the participants will make a new disclosure that needs
to be reported. Whilst certain participants discussed the continuation of non-violent forms of
abuse post-separation, they did not identify as currently experiencing DVA. However, as is
my duty of care, I did check that they were receiving support and/or had the information
regarding where to find support in the form of a support leaflet. It is also important to note
that six out of seven participants were referred to the study by a member of their MS clinical

team, meaning they were aware of the DVA.

3.7.3 Assessment and management of risk

Information regarding the risks and benefits of taking part in the research was provided to
participants within the participant information sheet to allow participants to make an
informed choice about participating. The British Sociological Association (2017) statement
for ethical practice outlines that sociologists ‘have a responsibility to ensure that the physical,
social and psychological well-being of research participants is not adversely affected by the
research.” (p. 5). Additionally, the Health Research Authority (2017) UK Policy Framework
for Health and Social Care Research states that research projects should be ‘guided by ethical
principles in all their aspects’ (p.10). Therefore, whilst it has been identified that there is a
gap within the knowledge regarding the DV A experiences of women with MS and their
support journeys, this does not outweigh the rights of the individual. Therefore, it is central
within the research that proper safeguarding is in place to protect the participants. This
included ensuring that further harm was prevented, and that support was in place if the

sensitive nature of the research did cause distress, both to the participants and the researcher.

Preventing further harm was a central consideration in managing risk. However, it was
important to balance this consideration with the recognition that the women are adults who
can make decisions about their lives and are capable of assessing whether participating would
place them at risk, whether that be physically or emotionally (Downes et al., 2014). Thus,
with this recognition in mind, certain research design choices were made. This included the
decision to include a question about the risk of harm in the screening questionnaire, allowing
participants to manage their own risk. Additionally, instead of asking questions such as ‘what
was done to you?’ the decision was made to ask about realisation. This facilitated the
participants to actively decide what they shared with me. Further, within the process of data
collection, I ensured that the participants understood that it was their choice what they wanted
to disclose, and they could choose not to answer questions. The possibility of re-
traumatisation and distress meant that the research only included those who were currently

experiencing DVA if they had disclosed their DVA to a professional such as a healthcare



65

practitioner or to a DVA service. This means that the participants should already have clinical

support in place.

Although these decisions were made to minimise the risk of harm, the nature of the research
remained sensitive, and thus I organised a support leaflet which was provided to all
participants before the interview. This support included DV A-specific support, psychological
support, and the details of the adult safeguarding team which allowed the participants to self -
refer. The support leaflet contained the DV A support options within their local area focussing
on ensuring that there are services which provide counselling and Independent Domestic
Violence Advisors (IDV As). Additionally, the leaflet contained the contact details for the MS
specialist nurses, which included the helpline phone number, and the email for the MS team.
The leaflet also stated that participants’ GPs can provide both signposting to services and
psychological support. By including a variety of different pathways this provided participants
with the ability to choose who they would like to support them. Due to these concerns
surrounding the research causing distress, I created links with the local clinical MS teams.
This meant that if I was concerned about a participant’s psychological well-being, I would be
able to either encourage the participant to contact them or make the contact for them. The MS
teams have established pathways for managing emotional distress and mental health issues

for people with MS. However, this action was not required for any of the participants.

3.7.4 Potential Benefits to Research Participants

The potential benefits for research participants vary. According to Alexander et al. (2018) the
benefits can include ‘catharsis, new knowledge, altruism and a new perspective or meaning to
the event or experience about which they are being interviewed’ (p. 4). The systematic review
conducted by Alexander et al. (2018) into participating in research on sensitive topics found
that even in the unfortunate instances where participants did experience some level of
distress, participants still highlighted that they found participating meaningful and beneficial
to them working through their experiences. Participating can allow participants to speak
about their experiences, which they may not have had the opportunity to do so before.
Research which is conducted properly and sensitively can provide victim-survivors the
opportunity to talk about these experiences which can be a positive experience for them. As
discussed by Shah et al. (2016) facilitating disabled women to discuss their experiences of
DVA can create a sense of empowerment. Additionally, research has highlighted that by
telling their story to a researcher who is actively interested participants can find the

experience therapeutic and provide some level of closure (Elmir et al., 2011).
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Indeed, several participants expressed how positive it was for them to take part in the
research. For example, when asked if the interview had been okay for her, Carolyn
responded, ‘7 was about to say that it’s been brilliant but I don’t think that’s right (laughs).
1t’s been helpful talking about it again, but it’s also helpful that this might help to get things
changed.” Meanwhile, at the end of her interview, Jaz stated that ‘the more people I can, or
anybody that's been through it can help, it’s the best thing ever.’ Reasons for this varied from
the benefits of being able to speak freely about the entirety of their difficult experience to the
belief that by participating, they were ensuring that there was more information about the
DVA experiences of women with MS, which could have a practical benefit for others. This
reflects the view that being made to feel that your views matter and that you are being
listened to can be empowering (Downes et al., 2014). I believe this benefit was aided by the
fact that they were aware that their experiences were going to be utilised in the formation of a
toolkit of best practice. A significant component in ensuring that participating is a positive
experience is the way that the researcher approached the interview and how they responded to
what the participant said (Westmarland and Bows, 2019). For me, this involved affirming to
participants when appropriate that the DVA was not their fault and that any disabling
experiences or views are due to a disabling society which fails to recognise the value of

disabled people.

3.7.5 Researcher’s Wellbeing

Whilst the participants’ well-being is a central concern within research, so too is the
researcher’s well-being. This includes the concerns of distress caused by details of upsetting
experiences of DV A and help-seeking, which could harm the researcher. Thus, I ensured that
I was aware of where I could receive support, such as from the University of Leeds Student
Counselling and Wellbeing service to gain access to support. Additionally, I received clinical
supervision from Dr Michael Brown, who is a senior clinical neuropsychologist within the
MS team at site A, who was available to provide psychological support. Further, I had the

support of my supervisors, who were available to debrief after interviews.

A risk assessment was undertaken, which outlined the use of public spaces for the interviews
which reduced concerns about my safety. If a participant was unable to leave their home to
participate, a separate risk assessment would have been undertaken following University of
Leeds guidelines to ensure it was safe to conduct the research in their home. However, if a
participant was unable to leave their home to participate but lived with the perpetrator of the
DVA, they would not be able to participate in the research to ensure the safety of both the

participant and the primary researcher. As discussed earlier, all interviews occurred in public
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spaces or online, and no participant still lived with their perpetrator, so an additional risk

assessment was not required.

3.8 Positionality and Reflexivity

A central component of qualitative research is reflecting on one’s position within the research
and how this can impact the design and interpretation of the data. Indeed, reflexivity is ‘the
process of a continual internal dialogue and critical self-evaluation of researcher’s
positionality as well as active acknowledgement and explicit recognition that this position
may affect the research process and outcome’ (Berger, 2015, p.220). Whilst in positivist
research, objectivity is desired, ‘aspiring to be a neutral data collector’ is neither feasible nor
beneficial to qualitative research (Mason, J., 2018, p.114). The researcher’s and the
participants’ subjectivities are thought to be valuable tools in qualitative research which
shape unique perspectives on the research area (Goodley and Smailes, 2011). It is viewed that
reflecting upon who we are and our political commitments can improve the quality of the
data and research produced with this reflection allowing us to ‘work with them, acknowledge
them, be open to them and recognise their impacts in order to produce/engage with rigorous
ongoing research’ (Goodley and Smailes, 2011, p.33). This acknowledgement of the ways
that my positionality could shape the research has meant that I have prioritised reflexivity
throughout the research process, which included reflecting on my accountability to the

women who participated in this study.

Exploring my positionality involved considering the complexities of insider and outsider
status within research. This research is underpinned by disability studies and the social
relational model of disability, which emphasises the importance of conducting research
focusing on improving disabled people’s lives. However, as the researcher, I must reflect on
the fact that [ am neither a woman with MS nor have I ever experienced DVA. There is a
complicated history concerning non-disabled researchers with the rejection of them beginning
when the British disability movement commenced (Shakespeare, 2006). Certain pieces of
research which had been conducted by non-disabled researchers were deemed to be
exploitative and demeaning (Shakespeare, 2006). This led to a suspicion of non-disabled
researchers and a view of them being parasitic with some academics suggesting there is no
place for non-disabled researchers in disability studies (Shakespeare, 2006; Macbeth, 2010).
Among the critics of non-disabled researchers is Fran Branfield who believed that any
attempts at justifying their involvement in disability research are ‘doomed to failure’
(Branfield, 1998, p.143). Branfield (1998) contended that non-disabled people will never be

able to understand the true reality of being disabled as they ‘are always in the position of
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being “non-disabled” people and all that carries with it- domination, oppression and
appropriation’ and thus should solely focus on changing to help improve disabled people’s
lives. (p.143).

Whilst it is understandable why Branfield (1998) argued this point, it is also, at the same
time, a simple rendition of the insider/outsider debate. For example, it is recognised that there
are advantages and disadvantages to being either an insider or an outsider. Additionally,
Shakespeare (2006) discussed that ‘just because someone is disabled does not mean they
have an automatic insight into the lives of other disabled people’ and the ‘idea that having an
impairment is vital to understanding impairment is dangerously essentialist’ (p.195). He
suggested that non-disabled researchers may have experiences of disempowerment, such as
through being a woman, or have family members who are disabled, which may help them
gain insight into the barriers experienced by disabled people (Shakespeare, 2006). Therefore,
people should be considered as multiple insiders and outsiders as ‘not being a member of a
group does not denote complete difference’ and thus there is a space where a researcher can
be both an insider and an outsider (Dwyer and Buckle, 2009, p.60; Macbeth, 2010). This
allows for a more critical exploration of my position within the research. For example, whilst
I have no personal experience of DVA my identity as a woman creates a shared
understanding of the injustices women face, and this facet of my identity has shaped my
passion for this research. Further, my mother has chronic illnesses, which has provided
insight into the difficulties of daily life and some of the barriers that are faced, which has
meant that compassion and empathy were central to how I approached the research and

treated the women in this study.

In recognition of the critiques of non-disabled researchers and the power imbalances inherent
in qualitative research, I engaged a methodology and methods which prioritise the voices of
the participants to ensure that their voices and experiences are at the forefront. This is
particularly aided by my choice of methodology, which encourages small sample sizes,
ensuring everybody’s experience is heard. In particular, Stone and Priestley (1996) believed
that those conducting disability research should ensure that they have a ‘commitment to the
development of the disabled people’s movement, the use of non-exploitative research
methods and a commitment to research which is widely disseminated for use against
oppression’ (p.22). This can be aided by aligning the research with the values of participatory
research, which encourages the move from doing research on disabled people to working
with disabled people on research relevant to their lives (Watson, 2012). Thus, I used methods
which encouraged collaboration and placed the women in the position of the ‘experts’ of their

experiences. This included the co-production workshop, which demonstrated the importance
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of the women’s views on the research findings, whereby my approach was flexible based on
the needs of the participants to ensure inclusivity. In recognition of the significance of
dissemination, the findings will be used in the creation of a toolkit of best practice guiding

HCPs working with people with MS.
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Chapter 4 Making sense of DV A experiences through the lens of coercive

control

4.1 Introduction

In this opening chapter of analysis, I consider the DV A experiences of women with MS. As
discussed in Chapter Two, the DVA experiences of disabled women are unique and complex
but have been discussed as if they are a homogenous group meaning very little is known
specifically about the experiences of women with MS. Although it is fundamental to
recognise that impairment is not the cause of DV A, disabled people’s experiences of DVA
can vary due to impairment. As discussed by Liz Crow (1996), whilst disability and
impairment ‘can exist independently of each other, there are also circumstances where they
interact’ (p.218). The DVA discussed by the participants demonstrated the complexity of
their experiences and the varied tactics used by perpetrators. Whilst their experiences were
unique to them a commonality emerged of perpetrators utilising both coercive and controlling
behaviour among the women participating. To explore the experiences of the women in this
study, Evan Stark's (2007) coercive control theory is drawn upon to consider the variety of
forms of DV A experienced and the ways that they are used to exert control over the women’s
lives. Through this, I aim to illustrate the often insidious nature of DV A and the tactics that
are not always recognised as DV A within society, particularly in relation to disabled women

when they are victim-survivors.

4.2 Coercive control and entrapment

As discussed in Chapter Two, the concept of coercive control was developed in response to
the problematic understanding of DV A solely as incidents of abuse. This resulted in the
pattern of DVA experienced by women being ignored. Coercive control is considered a
theory of DV A which focuses on the harms of the pattern of abusive behaviours,
understanding it as a ‘liberty crime’. It encompasses a variety of categories of abuse
including psychological, emotional, financial, sexual, and physical, and allows for
consideration of controlling tactics used to isolate, extort dependency, and reduce the ability
to escape (Stark, 2018). By doing so, perpetrators are establishing dominance over the lives
of victim-survivors. Fundamental to Stark (2007) was that coercive control is ‘predicated on
the devalued status of women’ with it reflecting and contributing to the oppression women
face in society (p.210). In particular, the micro-regulation of gender identity and normative
femininity and their associated roles are identified as being central to establishing control.

This can include criticising appearance, mothering and housekeeping skills, and creating



71

banal rules about everything from how a woman wears her hair to when she is allowed to use
the toilet (Stark, 2018). Coercive control manifests differently from relationship to
relationship with perpetrators utilising personalised knowledge about the woman gained from
their relationship. As discussed by Stark (2007) ‘Relationships where isolation is the
dominant element look and feel different from situations in which violence, control, or
intimidation predominate and the ways in which they are combined differ from relationship

to relationship’ (p.241). The effects of coercive control can be disastrous and debilitating.

Previous research has highlighted that disabled women experience more frequent and severe
abuse which occurs over longer periods of time and is often more complex than non-disabled
women (Thiara et al., 2012; Shah et al., 2016). However, very few studies have engaged with
the theory of coercive control (see McCarthy et al., 2017) despite the experiences of disabled
women frequently outlined discussing repeated patterns of behaviour which have targeted
their identities as disabled women, as well as the abusive behaviour resulting in dependency
and entrapment. Entrapment is understood as the outcome of coercive controlling DVA
whereby victim-survivors are trapped within relationships, but also the restrictions to victim-
survivors’ autonomy and agency. This is perhaps due to the singular focus on gender as the
lens of analysis within the theory, with its original conceptualisation mostly failing to engage
with ideas of intersectional identities and forms of oppression. Thus, this chapter aims to
extend the lens of analysis beyond gender to consider disability within the participants’
experiences. As stated by Tolmie et al. (2024), to garner a complete understanding of the
entrapment that victim-survivors experience, we must be ‘cognizant of the social context in

which the victim-survivor and their abusive partner are located’ (p.62).

4.2.1 Degradation and Emotional Abuse

Repeated instances of emotional abuse and degrading verbal abuse were discussed by several
of the women, with them experiencing varying forms. The debilitating nature of coercive
control has been discussed, with research having found that the non-violent tactics used to
control and coerce victims were deemed to be more oppressive than physical violence (Stark,

2018). Grace shares this sentiment:

'I've always said that 1'd rather have the physical abuse everyday rather than the
emotional and mental abuse because I think the emotional and mental side of it that

gets you so hooked you find it so impossible to leave'

Grace experienced DVA from a long-term partner with whom she has a child. Grace

recounted that the abusive behaviours in her relationship had significantly worsened by the
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time she was six months pregnant. At this time, she was also very newly diagnosed with MS.
Pregnancy is a risk period for DVA, as perpetrators may become more controlling and
emotionally abusive. This is often linked to the high stress associated with pregnancy and the
jealousy some perpetrators feel towards the attention the unborn baby receives (Callaghan et
al., 2018). Additionally, the diagnosis of MS has been discussed as potentially causing
tension within relationships due to this being an unexpected change which affects the
expected trajectory of their relationship and lives (Cowan et al., 2020). Meanwhile, research
with disabled women has demonstrated a connection between acquiring an impairment and
DVA due to a change in roles within the relationship and being viewed as no longer able to
meet the needs of their partner (Copel, 2006). Thus, Grace was experiencing two risk periods
at once which may in part explain the escalation of her perpetrator’s emotionally abusive
behaviour. Grace recounted how difficult it was to manage her feelings regarding the
relationship due to the unpredictable behaviour of her perpetrator, evidenced in her
discussing ‘clinging on to someone that can make you feel on top like when it’s good it’s
amazing but when it’s bad it’s like the lowest of the low’. This unpredictable behaviour was
emotionally exhausting, with Grace’s perpetrator toying with her feelings. Indeed, this forced
Grace to ‘negotiate a perilous path’ with this behaviour exerting control over her (Aldridge,
2021, p.1832).

Consequently, Grace relayed that her relationship took a ‘massive foll’ on her altering the
way she views herself. Specifically, Grace described that her DV A relationship ‘made me
think and feel differently about myself and feel like I was a burden, and I was useless’. This
was compounded by her struggles with self-esteem, self-confidence, and her mental health.
The impact of emotional abuse can be particularly damaging when you already experience
difficulties with low self-worth as being able to counter the negative messages from the
perpetrator with positive self-talk is a greater challenge (Stark, 2007). This can be seen in
how the negative messages from her DV A relationship have retained relevance in her life.
During her DVA relationship, Grace was newly diagnosed with MS with her identifying that
it had a very limited impact on her life at that time. When describing herself and how she
views herself as a woman with MS in the present day she continues to use the word ‘burden’
connecting it to her ‘MS and the lack of what I'm physically able to do now’. This suggests
that the feelings created by the emotional abuse she experienced have become amplified and
ingrained as her MS has created more of an impact on her life. This demonstrates the
damaging and long-lasting impact of this form of abuse on her sense of self which will be
discussed in more detail in the following chapter.
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As evidenced in the above quote, Grace views emotional abuse as something which ‘gets you
so hooked you find it so impossible to leave’. For her what made it especially difficult was the

ability of the perpetrator to make her feel that she was ‘the mental one’.

‘When it comes to manipulation, they turn it all around on you and make you seem
like you re the mental one. I think that’s the hardest thing because [DVA perpetrator]
was really good at doing that to me and making me feel like I was just completely

crazy’

This is an example of gaslighting which can be understood as a covert form of emotional
abuse which makes the victim-survivor question their perceptions and judgements of reality
(Sweet, 2019). Grace’s use of the term ‘mental one’ demonstrates the fundamentally
damaging effect of gaslighting with it reflecting the problematic narrative surrounding those
with mental health difficulties including them being unpredictable and unstable (Huggett et
al., 2018). Gaslighting was also experienced by Anne, Jaz, Katie and Carolyn. A significant
aspect of Jaz’s DV A experience was her perpetrator taking over most of the roles in the house
and daily life to increase her dependency on him. When choosing to wash the dishes, Jaz
recounted her perpetrator telling her she was doing a terrible job with him staining plates with
food smudges so they would look used again when she was not watching. This has the effect
of reducing Jaz’s self-confidence in her ability to help with daily life, makes her question her
perception of reality, and is a ‘way of him taking away my independence’. Further, Anne
discussed continuously being blamed for everything, whilst Katie experienced her perpetrator
always ‘play[ing] the victim, and he did it in a way that I felt bad all the time’, reflecting
Grace’s experience. Meanwhile, Carolyn discussed her perpetrator gaslighting her into
believing that the fact they never went on dates or were never seen out together was normal.
Gaslighting has been evidenced in the literature on DVA as being prolific with Johnson
(2010) and Dobash and Dobash (1980) highlighting perpetrators’ construction of victim-
survivors as exaggerating the abuse or needing to be controlled due to their ‘crazy’
behaviour. Gender has been identified as being significant in allowing gaslighting due to the
construction of women as exceedingly emotional and irrational (Sweet, 2019). It is important
to recognise the intersectional identities of the women in this study experiencing gaslighting,
with both gender and disability bias being significant. Disabled people have often been
deemed unreliable narrators because of their impairments, with stereotypes of them as
childlike aiding in this construction (B€, 2020). This allows for the proliferation of abuse and

can prevent them from accessing justice and/or support

4.2.1.1 Impairment-specific abuse
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Typically, the abuse experiences of disabled people which have targeted their impairments
have been explored in the literature on disability and DVA as examples of impairment-
specific abuse. Impairment-specific abuse is a form of abuse which exploits any difficulties
presented by a woman’s impairment. For example, Jaz recounted her perpetrator purposely
unplugging her mobility scooter to prevent her from being able to pick up their son from
school. Meanwhile, Anne was continuously made to feel badly about herself and her
capabilities. Similarly to coercive control, impairment-specific abuse is used by the
perpetrator to demonstrate their power in the relationship whilst reducing the control victim-
survivors have over their lives. Often impairment-specific abuse includes an emotional
dimension, including calling victim-survivors derogatory and disablist names. Both Jaz and
Anne experienced abuse which can be termed impairment-specific abuse. By locating their
experiences within the coercive control tactic of degradation it allows for a further
understanding that certain forms of impairment-specific abuse are a way for perpetrators to
‘establish their moral superiority by degrading and denying self-respect to their partners’
(Stark, 2007, p.258). Thus, impairment-specific abuse becomes understood within an
entrapment framework whereby it contributes to the entrapment of women with MS in DVA
relationships, creating dependency and removing autonomy, which adds to the understanding
of impairment-specific abuse as a disabling and limiting force in disabled victim-survivors’
lives. This also allows for the understanding of coercive control tactics to be extended to
reflect the experiences of women with MS which is significant considering the central role

coercive control plays in societal understandings of DV A including in policy and practice.

Similarly to Grace, Jaz was constructed as a burden by her perpetrator with his use of
emotional abuse and degrading language. Jaz experienced DVA from her now ex-husband
with whom she has one child. This included using degrading language to encourage her to not
do normal family tasks such as grocery shopping by him telling her that her children would
become ‘fed up’ as she’d slow them down and made her ‘feel as though everybody would be
put back by the fact that I was sat in a chair. So, I just didn't want to do it’. This was not the
only instance of her perpetrator using her MS as a central component of his abuse with it
becoming a pattern of behaviour. For instance, he discouraged her from attending her son’s

extra-curricular activities:

‘Then the words started to get a bit more aggressive. So if it would be like, “Well,
you're going to piss yourself.” “If you come with me, there's no toilet so you're going
to piss yourself. It's going to be awful”, so immediately it starts putting tiny doubts in

your mind to think actually, you know, am I gonna be okay?’

Originally Jaz’s perpetrator used words which would suggest he was simply looking after her

and her needs when suggesting she should not go to her son’s activities. However, the
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language became more vicious, centring around an already distressing symptom of MS with
continence difficulties having been connected to women with MS sadly feeling ashamed
(Koch et al., 2001). This is comparable to disablist hate speech whereby the devalued status
of disabled people in society justifies and allows for the continuation of hate speech both
online and in-person (Burch, 2018). Indeed, women with MS have connected the shame of
incontinence to the feeling that they do not have a body which functions as an adult body
should (Koch et al., 2001). Thus, just as women with MS feel ashamed, it is possible that
Jaz’s perpetrator lost respect for her when she developed symptoms of incontinence, which
justified his derogatory treatment of her to himself. Indeed, Wendell (1996, p.85) discussed
this in the context of the rejected body whereby those who are chronically ill and have bodies
which are viewed as ‘out of control’ are in opposition to ‘cultural demands that we control

our bodies’, resulting in them being feared, rejected, and despised.

Incontinence can isolate women due to fear of it happening in public and concerns about the
availability of toilets when they leave their homes. Significantly, a supportive partner would
help alleviate these concerns by aiding her in finding where there are toilets available.
Undoubtedly this was something which Jaz’s perpetrator was aware of and targeted with the
vicious insults identified as an effective way to control her. Thus, the perpetrator's hurtful
words become a disabling force in her life, attacking her sense of self and making her doubt
her capabilities. In the experiences described by Jaz, it appears that her perpetrator’s insults
were being used as a way of removing her from components of daily life, particularly with
her children. This can be understood as him attempting to reduce her life and increase her
dependency on him, as well as isolating her from opportunities to interact with those outside
of her home. Emotional abuse is consistently associated with isolation in the literature and
will be discussed further in this chapter (Johnson, M.P., 2010; Wiener, 2017). If viewed as
individual acts this may not be regarded as oppressive, but when placed within a pattern of
repeated instances the impact can be understood as cumulative reducing her life and allowing
for entrapment in the relationship as her views of herself and her abilities grow more negative
because of the abuse (Hayes, 2012). The abuse Jaz experienced demonstrates the very

personalised approach taken by coercively controlling abusers.

Significantly, the examples provided by Jaz demonstrate her perpetrator undermining her role
as a mother by excluding her from activities which would typically be inclusive of her. This
connects to Stark’s (2007) view of perpetrators focusing on aspects of gender norms and
identity in their use of coercive control. However, in Jaz’s case, it is important to note the
disability dimension with her impairment being specifically used to undermine her role as a

mother which is compounded by disabled mothers’ difficulties navigating and fulfilling the
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normative ideas of motherhood based on ableist ideals (Malacrida, 2009). Mothering which

fulfils current societal ideals has been described as the ‘new momism’:

‘The ‘new momism’ is a set of ideals, norms and practices most frequently and
powerfully represented in the media, that seem on the surface to celebrate
motherhood, but which in reality promulgate standards of perfection which are
beyond your reach.” (Douglas and Michael, 2005, p.5 in Vincent, 2010)

This new momism involves dedicating your entire self each day to your children; otherwise,
you are failing to be a decent mother. During her interview, Grace extensively discussed the
pressures of being a single mother with MS, stating that it has ‘got fo the point where I feel
selfish if [ do something for myself because society tells you you're not allowed to do
anything for you,; you ve just got to be a mum and be a perfect one’. This perspective
undoubtedly compounds any insecurities regarding one’s existence and relationships, as one
may feel they are failing to meet societal ideals in a significant aspect of their identity. For
many disabled mothers, this is not feasible, allowing for the construction of them as ‘bad’
mothers. Thus, Jaz being prevented by her perpetrator from attending her child’s activities or
from grocery shopping with the family further attacks her role as a mother. As mentioned, a
supportive partner would alleviate these concerns. Here the location of disabled women at the
intersection of gender and disability oppression is evident. The experiences outlined in the
above quotes provide examples of impairment effects becoming the ‘medium of disability in
particular social relational contexts’ (Thomas, 1999, p.43). As discussed, Jaz’s perpetrator
focused on particular symptoms of MS to emotionally abuse and degrade her, creating
barriers in her life, constituting disability. This demonstrates the social relational
understanding of disability whereby there is an unequal social relationship between the

perpetrator (non-disabled man), father, and Jaz (disabled woman), mother.

Emotional abuse has been described as having an insidious nature which can make it
especially difficult for victim-survivors to recognise it as abuse. Anne described the
emotional abuse she experienced from her ex-husband as starting with ‘just little things’ such
as eye-rolling and being exasperated at what she could and could not do. As found with Jaz,
who described her abuse as ‘a drip-feeding effect’, this then progressed or as Anne described

‘it starts snowballing .

‘It starts out with eye rolling and exasperation about oh, why can't you do this? Or
why can't you do that? Or come on you're just being, you know, a wet blanket or that
kind of thing. And then it progresses to resentment, I think, in their mind where they
just resent you for everything, and then they start blaming you, and then they start
gaslighting you'
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Anne discussed that it was difficult to recognise the exasperation and eye-rolling as
emotional and psychological abuse. The tactics used by her then-husband constituted a
unique form of abuse experienced by people with invisible impairments. She expressed that
his behaviour stemmed from his inability to believe her when she was feeling unwell as her
main symptom of her MS is fatigue and sometimes, she is just out of spoons’. Here, Anne is
referencing spoon theory which people with chronic illnesses use to explain the sudden onset
of fatigue and loss of energy that they can experience due to the limited energy — spoons —
they start the day with compared to the unlimited spoons people without chronic illnesses
have (Miserandino, 2017). Anne reflected that not believing those with MS is a wider societal
issue with people being ‘really intolerant’. This builds upon the literature which found that a
lack of understanding contributes to neglect and abuse of people with MS within the caring
context (Alejandra et al., 2017). Not believing people with invisible impairments and the
denial of the symptoms they are experiencing has been conceptualised as a microaggression
(Olkin et al., 2019) with Anne describing the behaviour as something which ‘gets into you
mentally like and it beats you down quite frankly'. Micro-aggressions are understood as
instances of ‘commonplace verbal, behavioural, or environmental events...that convey
hostile, negative, or derogatory insults toward persons of marginalized status, directly due to
that status’ (Olkin et al., 2019, p.758). These micro-aggressions reflect experiences of
everyday hate and the connection which has been drawn between disbelief of an individual’s
disability resulting in hate crime (Sherry, 2010; Burch, 2021). Those with invisible
impairments can experience people telling them they do not look sick, being treated poorly
by friends and family when they cancel plans at the last minute, and being accused of using
disabled toilets and seating on public transport when they do not ‘appear’ impaired. These
micro-aggressions take a new dimension when the person denying the real effect of your
impairment on your life is your husband who you would expect to be able to rely on for

support within the unpredictable course of MS due to the intimate nature of the relationship.

The resentment and blame for being unable to do what the perpetrator wants have been
connected to disabled women not fulfilling gendered roles within heteronormative marriage
‘adequately’ (Copel, 2006). The women in Copel’s (2006) study discussed that not fulfilling
the emotional and sexual needs of their partners often resulted in verbally and physically
abusive behaviour. This included the women being blamed for changes in their sex lives
which left the men unsatisfied. The gendered expectations placed upon women within
relationships to be able to fulfil everyone’s needs and desires whilst, in Anne’s case, being
employed are unrealistic, especially when women with MS have limited ‘spoons’ for the day
and experience unpredictable fatigue. Indeed, Grace discussed that whilst she did not believe
her DV A stemmed from her being unable to fulfil expected gendered roles due to her MS,

she ‘can imagine it happening because men are bastards, and they’d be like, oh, she’s in a
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wheelchair. She can’t do this for me and can’t do that for me’. Anne’s perpetrator’s
resentment stems from these gendered and ableist ideals, which place disabled women at a
disadvantage and have been found to result in perpetrators not feeling remorse for their
actions, as well as making disabled women believe they did not deserve apologies for the
behaviour due to feeling ‘less than’ non-disabled women (Copel, 2006). Anne’s experience
can also be understood as a form of emotional neglect with her discussing that her perpetrator
would purposely remove his support in key situations. For example, sometimes Anne would
feel unsteady when walking and would reach out for her ex-husband’s arm to make sure she
did not ‘fall down and look a fool in front of everybody’. Instead of providing this reassuring
support Anne’s ex-husband would pull his arm away from her denying her his help. This
removal of support and lack of care and concern for Anne was a prominent pattern of
behaviour. It culminated in a situation where she experienced what she termed as partial
paralysis when driving home from her night job and when she asked him to take her to the
hospital he responded with ‘I’ll take you when I get up’. Despite the urgency of the situation,
her request was met with indifference. Making her wait for his help whilst she is experiencing
a distressing health emergency is reflective of the vindictive impairment-specific abuse
described by disabled women in the literature (Hague et al., 2011a; Shah et al., 2016). Indeed,
Stay Safe East (2021) called for the recognition of impairment-specific abuse as examples of
hostility towards disabled people which also constitutes a hate crime and thus should result in
enhanced punishment for perpetrators. Anne’s experience displays the significant impact of
people failing to understand and believe the effects of MS culminating here in both emotional

and physical neglect.

4.2.2 Surveillance

Several participants recounted their perpetrators using forms of surveillance throughout their
relationships. For Faye, this took the form of her perpetrator who she did not live with
continuously wanting to know her whereabouts and who she was with, with him often turning
up uninvited to her home. She identified that a trip away with a friend was the catalyst for the

escalation of his behaviour:

'he was forever messaging me, ringing me, finding out where I was, what I was doing,
who I was with and I return back, and that's when things got really really bad. Like

he’d just turn up at my house and he wouldn't leave'

Faye's perpetrator used surveillance tactics to control her with him wanting to know exactly
what she was doing and who with, with her attaching this behaviour to jealousy and
obsession as she felt his behaviour made it seem like he couldn't live without me' and was

‘worried about what I was doing who [ was seeing’. This escalated into him turning up at her
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home and physically abusing her, including hitting her when asking him to leave. This
escalation of his behaviour to physical violence was also discussed by Carolyn, who was
raped by her perpetrator. This behaviour is used to intimidate victim-survivors by creating the
idea that the perpetrator is 'omnipresent' and creates the feelings of being 'free and subjugated
at once' (Stark, 2007, p.208). Faye’s perpetrator’s behaviour violated and deprived her of
privacy. Through the use of a mobile phone, Faye’s perpetrator was creating the idea that she
could never be free from him which has been found to result in a continuous state of anxiety
(Woodlock et al., 2020). Once her relationship ended Faye found that her perpetrator ‘was
going through social media and liking stuff, etc which in many ways it's something and
nothing but for me, it was like he's obviously searching me out and trying to intimidate me
another way’. From Faye’s account, it is clear that whilst those outside of her situation would
possibly not think that this behaviour should invoke fear her ex-partner is using social media
as a form of harassment and intimidation. When placed within the wider context of Faye’s
experience of coercive control her concern about this behaviour is valid. Indeed, stalking
carries a greater risk of extreme violence when the victim-survivor and perpetrator have been
involved in a DV A relationship (Nikupeteri, 2017). Grace identified similar concerns
surrounding being under surveillance, with her experience further emphasising the use of

technology in this behaviour:

‘I had a tracker on my phone so he could see where I was at all times, there was a
ring doorbell at the front door so he’d know if I was leaving or if somebody was

coming’

The recognition of perpetrators using technology as a central component of coercive control
is relatively recent with Stark’s (2007) original conceptualisation occurring before technology
such as mobile phones, computers and tablets became as universal as they are now. The
technology-enabled coercive control described by Grace is an example of her space for action
being drastically reduced which has been connected to the experience of entrapment (Sharp-
Jeffs et al., 2018). The tracker on Grace’s phone results in the control becoming spatially
diffused meaning that even when she is not with the perpetrator in her home, she is always
aware that he knows where she is showing the invasive nature of this form of control. As
discussed by Cuomo and Dolci (2021), technology-enabled coercive control displays the
ways that perpetrators ‘engage in coercive control across “real” and virtual space’ with it
providing perpetrators with the ability to control victim-survivors which are ‘economical,
convenient, and efficient’ (p.230). At the core of the perpetrators’ use of technology is to
intimidate the victim-survivors to regulate their behaviour, with the technology being another

way to enforce and maintain the unequal power dynamics within the abusive relationships.
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Following the end of her relationship and divorce, Anne found herself being stalked by her
ex-husband. She described this as something which occurred for a long time after the divorce
and being extremely ‘creepy’. The stalking she experienced included her ex-husband going to
her home and looking through her windows. It was not until her new partner told her that
what her ex-husband was doing was ‘very dangerous behaviour’ that Anne realised the abuse
had continued. Partner stalking is distinct from stalking by strangers due to the extensive time
it can occur over, as well as its role in intimidating and controlling victim-survivors (Stark,
2007). Additionally, the previous experience of DV A within an intimate relationship provides
a history which can result in more fear and psychological harm from the stalking (Logan and
Walker, 2009). Anne and Faye’s experience of stalking post-separation demonstrates that
coercive control and DVA do not simply stop when a relationship ends. Instead, the tactics
used by the perpetrator may simply change in attempts to regain control. The use of stalking
post-separation has been connected to perpetrators retaining the idea that the women do not
deserve privacy (Toews and Bermea, 2017). The recognition within research that DVA can
continue post-separation has been reflected in policy with the Domestic Abuse Act 2021
removing the requirement of living together with this amendment being made to extend the
Coercive or Controlling Behaviour Offence beyond the end of relationships (Home Office,
2023). Other women recounted experiences of abuse post-separation, which will be

highlighted in the following sections.

4.2.3 Using Children to Coerce and Exert Control

Children are viewed as an extension of women and are used to coerce, control, manipulate,
and hurt them (Stark, 2007; Johnson, M.P., 2010). Often, these tactics revolve around
threatening to harm the children if the woman does not do as desired or perpetrators using
children as a way to garner information about her when she is not easily accessible, such as
during a divorce (Beeble et al., 2007). Grace experienced her perpetrator using her unborn
baby and her child to manipulate her into doing what he wanted. She discussed that she was
manipulated and coerced into having the non-molestation order dropped that she had taken
out against the perpetrator under threat that he would not have anything to do with the baby
she was pregnant with at the time. Following her dropping the non-molestation order the

perpetrator proceeded to force her into having an abortion:

'he was like I actually don’t want the baby you 're going to have to abort it and I felt
like I had no choice because he said basically if I don’t have the abortion he’ll have
nothing to do with [daughter]. So then I had to have an abortion at 17 weeks which
was quite rubbish and then after that, that was when he didn’t see [daughter] for 10

months'
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Grace was coerced into doing something which she did not want to do, with her choosing in
both instances to prioritise her daughter’s needs. This experience was described as ‘quite
rubbish’ by Grace, which is certainly an understatement of the impact this would have had on
her. Being forced to have an abortion constitutes reproductive coercion and abuse (RCA),
also called reproductive coercion in the literature. RCA ‘refers to any deliberate attempt to
influence or control a person’s reproductive choices or interfere with their reproductive
autonomy’ (Tarzia and Hegarty, 2021, p.1). Despite coerced abortion being recognised in
definitions of RCA, it is under explored, particularly in prevalence research although a strong
connection has been suggested between DV A and higher rates of abortion (Pike, 2023).
Significant to RCA is the understanding that it refers to the victim being threatened with
something which would be disadvantageous, resulting in them being forced into an action
(Tarzia and Hegarty, 2021). In Grace’s situation, her fear of the perpetrator not being in her
daughter’s life was used to manipulate her behaviour to benefit the perpetrator and his life
whilst being a damaging force in hers. This became a pattern of behaviour with Grace being
punished if she ‘stepped a foot out of line’ by him removing all contact with her and their
daughter. This exhibits the personalised nature of coercive control as the perpetrator has
focused his tactics on an area of Grace’s life that he has special knowledge of. Indeed, Grace
recognised that for her ex-partner ‘it was never about our [daughter] for him it was always
about the control with me’. Beeble et al. (2007) found that emotional abuse is an important
predictor of children being used in perpetrators’ coercive controlling strategy. This reflects
Grace’s situation with her experience of emotional abuse discussed earlier in this chapter.
Although Grace’s experience of RCA was not explicitly connected to her MS it is important
to note the wider context of the control which has been exerted over disabled women’s
fertility more broadly including the denial of their right to become mothers and the eugenic

history of forced sterilisation (Pacheco et al., 2023).

Two of the women, Jaz and Katie, discussed their perpetrators using the court system with
legal battles surrounding custody and access to their children post-separation. Katie discussed
that she has been in a court battle with her ex-husband for many years with him recently
filing a child arrangement order despite being in prison. Before going to prison Katie’s ex-

husband put in a child contact order which she found surprising:

‘it did surprise me at the time because he had contact. He kept ringing me saying ‘I
can’t see her’ but then demanding contact but it was him who was not taking up the

contact.’

Katie recognises that this is a form of abuse. As has been found in previous research ( see
Toews and Bermea, 2017 ), Katie’s perpetrator is purposely extending the court case,
meaning she is unable to be free of him. Indeed, Douglas (2018) described this as legal
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systems abuse whereby DVA perpetrators ‘hunted, battled, and played with them through
law’ (Dougals, 2021, p.102, in Tolmie et al., 2024). Purposely drawing out the court case was
also discussed by Jaz whose ex-husband during their divorce and custody proceedings ‘went
from one end to another. First of all, he said I couldn’t work, but now he's saying I can
work.” Jaz described this as her perpetrator picking’ on her which is reminiscent of what a
child would do demonstrating the childish nature of her perpetrator and his attempts to
control the narrative surrounding Jaz’s abilities. Significantly, these processes are extremely
mentally and physically draining with perpetrators drawing them out with the hope that
victim-survivors will give up. When considering MS and the prominence of fatigue, if
women are not properly supported throughout this process it could have a fundamentally
negative effect on the outcome. Further, Katie’s account demonstrates her perpetrator
constructing false narratives by acting as if she was preventing him from accessing his child,
undoubtedly, to use against her in court. In Katie’s case, her perpetrator would also use his
child support payment to emotionally abuse her. He’d do so by telling her “Oh I can’t pay
anything this week’ and then he’d pay it, but obviously the stress of thinking I’'m not going to
get the money.’ This post-separation economic abuse was found by Jaffe et al. (2003) and
Varcoe and Irwin (2004) with perpetrators attempting to financially ruin victim-survivors. Jaz
also relayed the construction of false narratives during her custody battle:

‘Another time he was saying that, you know, I couldn't look after my son because of

my disability.’

In the Domestic Abuse Intervention Programs (2013) post-separation power and control
wheel, it is acknowledged that perpetrators use women’s social status to discredit them as
mothers. Indeed, as evidenced in the above quote, Jaz experienced her perpetrator attempting
to use her MS against her in the custody proceedings with her impairment being used to
suggest that she is incapable of looking after her child. As mentioned earlier, this stems from
the disabling narrative of disabled mothers not being able to ‘fully’ look after their children
like non-disabled women do. As discussed by Malacrida (2009) disabled women are
perceived as ‘inappropriate to the role of motherhood’ (p.99). This has been found to result in
disabled women either choosing not to report experiences of DVA or staying in DVA
relationships due to concerns about their children being removed from them by external
agencies (Thiara et al., 2012). In fact, Jaz recounted that her perpetrator, when they were
separated, unplugged her mobility scooter when he knew she needed it to be able to pick her
son up from school. Fortunately, Jaz was aware that something was not right with her ex-
husband’s behaviour and checked her scooter. However, if she had not, this would have
allowed her ex-husband to provide practical evidence of her supposed ‘inability’ to look after
her son demonstrating his desire to manipulate the custody proceedings. The use of the
custody battle has also been identified as a tactic used to make women return to the

relationship especially when they perceive that the perpetrator is going to be successful in
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attaining custody (Toews and Bermea, 2017). By exploiting children and the risk of losing

custody, the men are targeting what matters most to the women.

4.2.4 Isolation

Three women discussed experiences of being isolated by their perpetrator from their friends
and family members, as well as being isolated from help. Jaz described this as something
which deteriorated 'slowly over time’ with her perpetrator eventually not allowing her to see
her parents. This resulted in her not seeing them properly for 5 years. This included not
allowing her parents to see their grandson, who was fathered by the perpetrator. To foster this
isolation from her family, Jaz’s perpetrator constructed a reality which did not exist, telling
her:

“Your parents don't care about you. They don't want anything to do with you, so why
are you now doing stuff for them? I'm the only one that's here for you.” It was all

0

about “I'm the only person that's here for you

This narrative constructed by her perpetrator created a significant rift between Jaz and her
family with her discussing that it resulted in her not seeing one of her sisters for the 10 years
she was married, despite their proximity to each other. Constructing the idea that her parents
did not care about her instilled dependency on him, which Jaz recognises with her
emphasising that her perpetrator ‘wanted to be the most important person and the only person
that I could rely on’. By doing so, Jaz’s perpetrator is establishing complete ownership of her
time with him removing her family as a source of support. Additionally, this allows him to
gain control over her perceptions of reality, including the idea that her family does not care
about her. This creates an unfavourable power dynamic with Jaz’s perpetrator becoming the
sole person she could turn to for support in her life and with her MS. The significance of
familial support in the lives of people with MS has been stressed with research finding that
strong family relationships improve their overall well-being as well as reducing the risk of
experiencing certain forms of violence, reinforcing the fundamentally negative impact of
isolation from family (Manouchehri et al., 2022). Jaz’s isolation was furthered by the fact that
her perpetrator drove her everywhere as she chose not to drive due to her MS. Private
transport such as cars are fundamental to not only ensuring disabled women’s independence
from their partners but also their ability to escape abusive relationships due to difficulties
accessing public transport (Bowstead, 2020). Jaz’s perpetrator’s attempts to isolate her
continued following their separation. For instance, he made false claims about Jaz’s mother’s
driving and reported her to the Driver and Vehicle Licensing Agency ‘four times because he
wants to stop her from driving because if he stops her from driving, it isolates me’. In this

way, her perpetrator’s actions reflect Shakespeare’s (2000) recognition that ‘Having power
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over others may bolster self-esteem and provide satisfaction, and for this reason it may be
hard to let go’ (p.47).

Similarly, Grace explained that her perpetrator forced her to isolate herself from a previous
partner with whom she has a son. This placed Grace in an extremely difficult situation. The

rules imposed upon Grace included:

‘[son’s father] couldn’t drop [son] off at our house he wasn’t allowed in the house.
When I gave birth to [daughter] he (son’s father) used to be a manager at
[supermarket] near us, I wasn’t allowed to go shopping in [supermarket] when he

knew [son’s father] was working. He wouldn’t let [son’s father] meet [daughter]’

This was particularly difficult for Grace as her relationship with her previous partner
remained an important friendship in her life and was an essential relationship to maintain due
to him being her son’s father. These rules allowed her perpetrator to make himself her only
source of support with jealousy being a clear motivating factor behind Grace’s perpetrator’s
need to control her (Johnson, M.P., 2010). Indeed, Grace described her perpetrator walking
out on her whilst she was in labour with their daughter simply because she received a text
from her son’s father. When focusing on isolation within coercive controlling relationships,
there has been a tendency to mostly consider explicit examples such as perpetrators stopping
victim-survivors from going to work or being denied access to a phone or the car (see Stark
2009). Grace being prevented from seeing her previous partner is an explicit example of
isolation, but she also described feeling like she could not speak to her friends and her family
about her situation as she did not ‘want them to think badly of him’. Therefore, Grace became
isolated from her support network due to concerns about how they would react. Often shame
and fear about how the disclosure may alter relationships with family members become
deterring factors from disclosing and accessing help (Boethius and Akerstrom, 2020). In
Grace’s situation, this was linked to a wish to protect her perpetrator, as she hoped his
abusive behaviour would cease and that the relationship would thrive, given that she was
pregnant. Instead, Grace experienced the DVA worsening during pregnancy including an

increase in physical violence postpartum.

Professionals such as healthcare professionals and the police are key avenues for help and
support for women experiencing DVA. Yet, Anne and Grace found themselves isolated from
this help. Whilst Anne discussed her belief that in most instances healthcare professionals are
the only ones who can help women with MS experiencing DV A, with this view discussed in
more detail in Chapter Eight, she highlighted that she was unable to access this help. This

was because her perpetrator attended all her appointments with her, with her describing only
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being allowed to go to the toilet by herself. It has been found that perpetrators do so to
‘manipulate these visits to their advantage’ including answering questions for them and
ensuring they are not talked to alone (Stark, 2007, p.271.) Indeed, Anne found when she was
asked how she was that her response was always ‘I'm fine’ due to the presence of her
perpetrator. As mentioned earlier, familial and spousal support is understood as being central
to ensuring the well-being of women with MS. This creates a complex situation whereby to
the HCP Anne’s perpetrator attending her appointments demonstrates an interest in
understanding her MS as well as being interpreted as a sign that she is being well supported
at home meaning they do not think to speak to her on her own. Thus, Anne remained alone in
her situation, with her space for action drastically reduced due to the continuous presence of
her perpetrator in the healthcare setting. It is unclear if her perpetrator also made his presence

known when Anne spoke to HCPs over the phone.

Meanwhile, Grace recalled her perpetrator repeatedly phoning the police. For example, Grace
discussed an incident when ‘he’d rung the police saying I’d locked him in the house, and I
hadn’t the door was open and he was just kicking off. I can’t remember at that point, 1’d
probably made his cup of tea wrong or something’. What is initially evident from this
incident is that mundane everyday things were being used as reasons to abuse Grace, with her
being led to believe she had done something wrong when she had not. Additionally, her
perpetrator calling the police was being used to regulate her behaviour. When considering it
as a tactic to isolate her from help, her perpetrator was attempting to cast himself as the
victim in the relationship by claiming Grace was in the wrong and phoning the police first.
This is reflective of the women in Toews and Bermea’s (2017) research, with them
identifying their former husbands manipulating the system, such as the police, to maintain
control over them. One case in their research highlighted the police’s belief that the woman’s
ex-husband was being abused by her because he had punched himself in the face, similar to
Grace’s experience described above. Additionally, by continuously phoning the police the
perpetrator is reducing the likelihood of the police properly ensuring the safety of both
individuals involved and believing Grace should she come forward to report the abuse. This
was found within reports from His Majesty’s Inspectorate of Constabulary (HMIC) in
2014/15, which demonstrated that ‘as arrest logs, CPS caseloads and court dockets are filled
by the same victim/offenders repeatedly, the response of the justice system overall becomes
increasingly perfunctory and victim-blaming’ (Stark, 2018, p.20). Thus, the actions of
Grace’s perpetrator could reduce the effectiveness of the police as an avenue of support,

isolating her from help.
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Although the components of the women’s experiences of DV A have been separated for the
benefit of exploring their experiences in-depth, it is important to remember that in coercive
control, often the tactics are used together. This is particularly evident with the use of
isolation which Stark (2007) recognised as often ‘provid[ing] the setting in which abuse
begins or escalates’ (p.263). In particular, the emotional abuse and degradation that the
women experienced are inextricably linked to how they were isolated from friends, family,
and help. As Johnson, M.P. (2010) explained,

‘When she’s completely isolated, and what he tells her about herself is all she ever
hears about herself, he can tell her over and over again that she’s worthless, humiliate

her, demean her, emotionally abuse her’ (p.16).

These intertwined experiences, according to Johnson (2010), entrap women with no apparent
escape from the multiple strands used to control them, leading to a sense that they can only
survive thanks to their perpetrator. What must be recognised for women with MS is that the
isolation created by their perpetrator’s actions is compounded by the social isolation that is
imposed upon them by society. Stigma and feeling ‘othered’, as well as family and friends
not understanding MS, and difficulties accessing employment can lead to isolation from
others. For example, Grace discussed retreating into herself and avoiding friendships due to
feeling like she had nothing to contribute to the relationships because her life had reduced
since being diagnosed with MS and having her children. This can have the impact of making
it easier for a perpetrator to isolate a victim-survivor due to their already tenuous ties to
society whilst possibly negatively impacting their MS due to the harmful impact of DVA on
mental health and the vicious cycle of symptoms experienced by individuals with MS, where

a decline in mental health can lead to a deterioration of other symptoms.

4.2.5 Disguising abuse as 'care’

Earlier in this chapter, I highlighted the insidious nature of emotional abuse and the resultant
challenges in recognising this behaviour as abusive, as well as the entrapment it can create.
Indeed, as discussed, Jaz experienced a pattern of emotional abuse which centred around her
MS. However, Jaz also recounted how this emotional abuse, in combination with other forms
of abuse, was disguised as ‘care’ or as termed by Thiara et al. (2011) ‘dressed up as caring’
(p.763). One central way this manifested was Jaz’s perpetrator taking over the household and
caring tasks for their children. This included her perpetrator encouraging her not to do the
washing up, cook, go grocery shopping, or attend her children’s activities. When she would
tell him that she could do something to help or that she did not require his assistance with a
task, he would make her feel guilty for not letting him help her. She described continuously

reassuring herself that ‘this person's doing it because they care for me' and that ‘he must love
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me because he’s caring for me’. As stated by Jaz, it is extremely difficult to recognise this as
abuse when your partner is making you feel you need additional care due to their impairment-
specific verbal and emotional abuse. This is then compounded by society viewing care as a
form of love whereby ‘behaviours normalized in social scripts as acts of care and concern are
enacted to the extent that they incapacitate victims’ ability to reason’ (Mitchell and
Raghavan, 2021, p.188). It is important to note that Jaz does not require care to carry out
daily tasks other than being driven. When reflecting on this Jaz said that she has come to the
realisation that ‘what he was slowly, slowly doing was taking things away from me so that [
couldn't do them’. Thus, it becomes apparent that her perpetrator was instilling a reliance and
dependency in Jaz’s daily life to cultivate the notion that she could not live without him.
Indeed, Stark (2007) reflected on the micro-management imposed upon women by their
perpetrators, such as controlling their access to necessities, with this control denying victim-
survivors their autonomy. In Jaz’s case, her perpetrator was not controlling her access to
food, sleep, or housing, but instead, he was taking away her ability to conduct daily tasks.
Unlike with non-disabled women, Jaz’s MS would be deemed as legitimising his ‘care’ not

only to society but to Jaz herself.

A key component of independence is financial freedom. In addition to controlling household
and caring tasks, Jaz recounted that her perpetrator ‘held the strings to all the finances’. She
discussed that he was in control of the finances as he was the one who worked whilst she
received benefits in the form of Personal Independence Payment (PIP)2. Whilst one would

expect in a marriage the control over money to be shared equally this was not the case:

‘I wasn't ever given any money it would always be if we were somewhere then I might
say, oh, you know, I want something, and he might get it, or we might not but there
was never sort of oh, well, I'll give you X amount of my salary, so you can do what

you want.’

Retaining control over how money is spent demonstrates a form of economic abuse whereby
Jaz’s “ability to acquire, use, and maintain economic resources’ is prevented (Postmus et al.,
2020, p.2). Here the complex interplay between gendered inequality and disability inequality
is apparent. Both women and disabled people face financial insecurity. For example, women
have continuously found themselves in less financially stable circumstances than men due to
disparities in employment opportunities, the reliance on women to fill caring roles, and the
devaluing of the work they undertake (Postmus et al., 2020). This then intersects with

2 PIP is a form of benefit provided by the welfare state. Its purpose is to help with additional
living costs for people who have a long-term physical or mental health condition or
disability which causes difficulty doing everyday tasks. (GOV.UK. n.d. Personal
Independence Payment (PIP). [Online]. [Accessed 2/4/25]. Available from:
https://www.gov.uk/pip)
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disability, whereby disabled people are placed in precarious financial situations due to poor
welfare systems and a lack of accessibility within the job market. Indeed, both Jaz and Grace
noted that employers may not grasp the fluctuating and unpredictable nature of MS, meaning
that while they would like to be employed, they do not believe it is achievable. Thus, because
Jaz’s perpetrator was the ‘breadwinner’, he retained control over the finances, demonstrating
a patriarchal construction of their household. As a result, Jaz had very little to no control over
how the household money was spent and she was unable to freely buy things for herself. The
construction of disabled people as dependent allows for this form of financial control to be
viewed as caring as they are not considered to be responsible adults. Whilst she received PIP,
which would have reduced her financial dependency, Jaz was coerced into paying half of
their mortgage, meaning she ‘was left with a quarter, and that quarter wasn't enough for me
to do things [ wanted to do for myself’. Thus, Jaz was prevented from being able to have her

own money resulting in her being unable to make financially autonomous decisions.

The significant feature of these forms of control over Jaz is the dependency on her perpetrator
which was created. Dependency has an extremely negative connotation often connected to
disabled and elderly people who are viewed as inherently dependent and ‘needy’, which fails
to recognise that in today’s society, no one is entirely independent, with us all relying on
others for certain aspects of life (Shakespeare, 2000). However, Shakespeare (2000)
emphasised that when disabled people receive care which is developed without their input or
forced upon them, it can result in disabled people being forced to give up autonomy and
control over their lives. Jaz believed that her perpetrator’s goal was for her to become entirely

reliant upon him:

‘if I hadn't left when I did, I would have become a couch potato because that's what
he would have got me down to. He wanted me to get to a point where I was so so
reliant on him that I couldn't do anything that even going to the bathroom 1I'd have to
get his help. I think he wanted me to get to that point, because I think it made him feel
good.’

Jaz reflected on the fact that her perpetrator would often tell her how he wanted her to get
better, but his actions did not reflect his words with him instead taking over or delegating
tasks to Jaz’s daughter. What becomes evident from the above quote is that her perpetrator
enjoyed being seen as her carer because ‘it made him feel good’. Partners of disabled people
have been demonstrated as being seen by society as ‘Florence Nightingales’ and partner-
carers as ‘caring heroes’ (Thiara et al., 2012; Harpur and Douglas, 2014). This constructs
them as selfless individuals who should be praised for looking after their partner. As a result,
abuse experiences from partner carers can be discounted as friends, family, and authorities
refuse to think poorly of them (Harpur and Douglas, 2014). This can also be understood as a
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representation of fragile masculinity (Tarzia, 2021) whereby Jaz’s perpetrator felt some
insecurity surrounding his masculinity resulting in his need to establish himself as superior to
her. Jaz discussed struggling with the thoughts that everything he was doing stemmed from
his love for her, highlighting the internalisation of these societal views, which can lead to
feeling grateful for an abusive relationship. Furthermore, his abuse meant that she did not

‘want to rock the boat’:

‘You don't want anything to happen just in case he does decide to leave. Then how am
1 going to manage cause he's telling me I can't live by myself. I can't manage my own

finances. I can't look after myself. He's telling me that he's my carer’.

The cumulative and destructive effect of her perpetrator’s abuse is evident with Jaz being
made to believe that she cannot live without him. Her independence had been eroded, and she
no longer felt capable of looking after herself. In Jaz’s circumstance, this was exacerbated by
the fact that she has a child with her perpetrator, whom she was made to feel as if she was

unable to look after.

Significantly, in the coercive or controlling behaviour offence in the UK Serious Crime Act
76 there remains a defence termed the ‘carer’s defence’. This is ‘a defence where the
defendant believes he or she was acting in the best interests of the victim, and that the
behaviour was in all the circumstances reasonable’ (Home Office, 2023, p.38). This defence
has been deemed as having the potential to discriminate against disabled victim-survivors,
particularly those who are viewed as having less capacity or communication barriers and
those who are being abused by a carer who can claim that their actions had been in the best
interest of the victim (Stay Safe East, 2021). For Jaz, her perpetrator would be able to claim
that his actions which removed her independence were done to care for her because of her
MS instead of the control that he wanted to exert over her. Thus, the specific way power
imbalances are formed, and power dynamics are exploited within the relationship between a
carer and a disabled person remain hidden and concealed. The exception to the defence is if a
victim-survivor feared that violence would be used against them. This can not only be
problematic to prove but also fails to take into consideration that non-violent behaviour such
as psychological abuse and emotional abuse are often viewed as more oppressive and
destructive to the lives of victim-survivors. As specified by Stay Safe East (2021) the
‘purpose of domestic abuse legislation is to protect survivors, rather than to defend the rights
of abusers or alleged abusers’ (p.7). Contrary to this, the ‘carer’s defence’ may make

accessing the criminal justice system even more problematic for disabled victim-survivors.

4.3 Conclusion
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In this opening chapter of analysis, I have explored the experiences of women with MS
regarding DV A, using coercive control as a lens for examination. Throughout this chapter, it
has been illustrated that women with MS encounter a recurring pattern of DVA, with
perpetrators employing various tactics, including degradation, humiliation, gaslighting,
stalking, and physical violence, to coerce and control them. Thus, the experiences of the
women in this research reinforce the view that DVA does not neatly fit into the categories of
either abuse or violence but rather exists on a continuum of violence and abuse against

women, where DV A experiences are extensive and diverse.

Certainly, DVA manifested in the lives of women with MS in various and complex ways. To
some extent, this reflected the wider literature on non-disabled women’s experiences of
DVA. For example, this could be seen in the fact that emotional abuse, post-separation abuse,
surveillance, isolation, and the use of children to abuse were all components of the
participants’ DVA experiences. These are all forms of DVA which have been documented in
the literature. However, in many instances, the women’s intersectional identities as a person
with MS and a woman altered how these forms of DVA manifested and the negative impact
they had on their lives. For instance, whilst using children to abuse children is experienced by
non-disabled women, MS shapes the women’s experiences of this. Indeed, MS was used by
perpetrators to suggest they are incapable of looking after their children, which could have
disastrous consequences for custody battles. Meanwhile, the isolation created by perpetrators
must be viewed within the broader context of the isolation that women with MS face in
society, along with the significance of familial support in managing their health and well-
being, to fully understand its negative impact. Furthermore, the ways MS shapes DVA
experiences was perhaps most apparent when discussing the emotional abuse and degradation
experienced, which focused explicitly upon participants’ MS. Whilst this form of DV A, often
discussed as impairment-specific abuse, has been documented within research with disabled
people, the women’s MS impacted how it was expressed. For example, due to the invisible
nature of many symptoms of MS, participants experienced their symptoms being denied,
resulting in feeling disbelieved and their needs disregarded. Additionally, others experienced
their perpetrator using symptoms of their MS to degrade them, creating doubts about their
capabilities. Through this, perpetrators became disabling forces in their lives.

By utilising coercive control to examine the women’s experiences, the chapter has
highlighted how the tactics used by perpetrators work in tandem to entrap participants in
DVA relationships, deny them autonomy, and foster dependency. In particular, I have
focused on the emergence of coercive control at the intersection of disability and gender

oppression, broadening the scope of analysis beyond gender to consider how the societal
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positioning and oppression of disabled women are exploited by perpetrators. In doing so, I
have shown that coercive control not only entraps women with MS but also serves as a
significant disabling factor in their lives, undermining their self-confidence, distorting their
perceptions of reality, and leading to destructive consequences for their self-esteem. To
consider the effects of DVA in more detail, the next chapter explores the different ways that
their DV A experiences have affected them, considering the ways psycho-emotional disablism
and DV A experiences work together to create long-term negative effects on well-being and
health.
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Chapter 5 The impact of DVA on the health and psycho-emotional well-

being of women with MS

5.1 Introduction

In the previous chapter, I explored the women’s experiences of DVA through the framework
of coercive control. In doing so, I identified several coercively controlling behaviours which
were enacted by the women’s perpetrators which worked together with systemic disablism
and misogyny to create dependency and foster entrapment. To develop this further, this
chapter seeks to explore the impact of DVA on the women’s wellbeing, how this can impact
their MS, and the ways that the negative emotions stemming from their experiences of DVA
become intertwined with how they view themselves as women with MS. Such an approach
moves beyond an exploration of the forms of abuse experienced to recognise the impacts of
the DV A being felt physically and emotionally, and the constraints this can place upon their

lives and well-being.

In this chapter, I aim to explore how the women are affected by their experiences of DVA
and how it can come to have long-lasting impacts on their well-being and health. To do so, I
draw upon Carol Thomas’s (1999) concept of psycho-emotional disablism and the work by
Donna Reeve (Reeve, 2002; 2014; 2020) to consider the limits placed upon the women’s
psycho-emotional wellbeing resulting from a disablist society and their experiences of DVA
and how this interacts with social barriers. Specifically, I discuss examples of direct psycho-
emotional disablism both within their DV A experiences and general life to draw attention to
how this makes the women feel. This allows for an extension of this discussion to how the
women internalise these views of themselves and the role of disabling narratives surrounding
MS in compounding them. In doing so, I share participants’ reflections on how these views
affect how they interact with the world and the existential insecurity some now face.
Moreover, I consider how such psycho-emotional disablism and the participant’s abuse
experiences can negatively affect MS to highlight that it is not something which is simply felt
‘inside’ but has embodied consequences. The chapter concludes by exploring the participants'
realisation process, considering how their views of themselves, their DVA experiences, and

social barriers impacted their ability to recognise that they were experiencing DVA.

5.2 The connection between DV A and psycho-emotional disablism
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Similarly to coercive control which has provided an extended understanding of DVA as a
phenomenon which involves a variety of abusive and violent behaviours, psycho-emotional
disablism encourages a consideration beyond material disabling barriers to those social
barriers ‘which erect ‘restrictions’ within ourselves’ (Thomas, 1999, p.47). This can include
‘feeling ‘hurt’ by the reactions and behaviours of those around us, being made to feel
worthless, of lesser value, unattractive, hopeless, stressed or insecure’ (Thomas, 1999, p.47).
Whilst psycho-emotional disablism has been used to help explore the impact of disability
hate crime (see Burch, 2021) there has been less engagement with it as a concept within
research on disability and DVA. However, Reeve (2020) has drawn a connection between the
experience of emotional abuse and psycho-emotional disablism due to the profoundly
negative impact both can have on self-worth. By exploring the psycho-emotional disablist
dimensions of both the women’s DVA experiences and their lives as women with MS, I hope
to draw attention to the cumulative impact this can have and the ways it can impact both body

and mind.

Following Reeve’s (2020) understanding of psycho-emotional disablism these behaviours can
constitute either direct or indirect psycho-emotional disablism. Of importance in this chapter
is direct psycho-emotional disablism which demonstrates the social relational dimension of
this disablism. Direct psycho-emotional disablism ‘arises from relationships that the disabled
person has with other people or themselves’ (Reeve, 2020, p.103). Central to this are what
Hughes (2007) called the ‘disavowal of disability’ and ‘ontological invalidation’ of disability
(p.682). This ‘disavowal of disability’ can occur within everyday encounters which make
disabled people feel othered through behaviours such as staring, disparaging comments, and
impairments being made fun of (Reeve, 2008). For example, Carolyn recounted that she often
felt that people were staring at her when in public since she walks with a stick and described
men approaching her on the street to proposition her. This included a man asking her to leave
her key under her doormat for him. Shakespeare et al. (1996) connected this behaviour
towards disabled women to a variety of beliefs held by some non-disabled men, including
being sexually curious towards disabled women, believing they will have a ‘kinky’
experience, and the belief that they are ‘an easier catch’ than non-disabled women (p.95-96)
In one instance, after making conversation with a man on the bus she was followed home and
he attempted to follow her into her house. She believed this happened because he saw that
she used a walking stick. These encounters foster feelings of insecurity and suggest to
Carolyn that she is of less value than non-disabled women as she believes that these

situations occur when it is viewed that there is ‘something wrong with you'.
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For Carolyn, the encounters described above occurred with strangers whilst other women
discussed experiences of psycho-emotional disablism within their DV A relationship which
were explored in the previous chapter. This includes Jaz’s perpetrator making hurtful
comments about her MS such as telling her she may ‘piss [her]self” and that her children will
be fed up’ if she was to join them grocery shopping since she would be in a wheelchair. Jaz’s
perpetrator continuously focussed on her MS telling her what she was unable to do meaning
that she was constantly reminded of the difficulties associated with living with the symptoms
of MS. By doing so, Jaz is being reminded that she is ‘different’ and in this context that her
MS is an inherently negative thing that she should feel bad about reflective of the ‘what is
wrong with you?’ question often asked disabled people. In this way, Jaz’s perpetrator is
ontologically invalidating her existence through his degrading remarks which constructs inner
barriers to who Jaz can be as ‘it starts putting tiny doubts in your mind’ about your
capabilities. Shakespeare (1994) argued that non-disabled people “project their fear of death,
their unease at their physicality and mortality onto disabled people, who represent all these
difficult aspects of human existence’ resulting in the construction of disability as an
undesirable existence (p.298). Whilst this fear and unease may play a significant role in
psycho-emotional disablist encounters it is fundamental to note the overarching goal of a
coercively controlling perpetrator to reduce a victim-survivor’s self-worth and self-esteem to
entrap them. Disablist views about the validity of disabled people’s existence and the
continuation of the tragedy rhetoric surrounding their lives provide perpetrators with the
ability to undermine victim survivor’s sense of self. As a result, the tiny doubts described by

Jaz about her capabilities are allowed to spiral and become embedded within her.

Similarly, Anne discussed her lived experience of her MS being invalidated through the
reaction from her perpetrator with him refusing to understand the invisible and fluctuating
nature of the condition, discussed in more detail in the previous chapter. Her similar

experience with friends and family then compounds this:

‘So then, sometimes, like your friends or your family, don't get it. And then you have
all this pressure of my God do they think I'm faking it, you know, like, cause it's such
an invisible disease, and I find that just a lot of people are really intolerant about this
kind of thing.’

Faye also discussed the difficulties of maintaining friendships due to a lack of understanding

of her MS:

‘I don't think they necessarily get the issues that go with MS. And sort of the
fluctuations that you get with the MS. So you know, especially with me I get really bad

fatigue and I think they struggle, because sometimes say that I can't do something, or
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because they can't see it. They don't understand why not and especially if short notice

1 sometimes have to say sorry but I can’t. And yeah, that's a struggle.’

These behaviours result in feelings of stress and insecurity. As stated by Katie ‘people just
think I'm being rude’ when she cancels plans and Grace discussed that even her sister does
not truly understand the pain she can experience due to her presenting as ‘normal’ when she
sees her. These expressions of disbelief and lack of understanding have the impact of making
those with invisible impairments feel as if they are being policed, under continuous
observation, and unsupported (Kattari et al., 2018; Hendry et al., 2022). Anne’s concerns
about being perceived as faking the effects of her MS and Katie’s observation that people
think she is being rude when she is unable to stay in touch or make plans invalidate their
lived experience and can foster isolation. This can result in strong feelings of shame and can
undermine their confidence in being able to confide in others when they are struggling or
their ability to build meaningful connections due to concerns about how others view their
credibility. Thus, in addition to having to manage MS with its unpredictable nature, the
participants are also experiencing friends and family discrediting their symptoms both of
which damage self-esteem and conceptions of self-identity (Armentor, 2017). Although some
of these experiences are not directly connected to the women’s experiences of DVA it is
important to recognise that simply because someone is experiencing DVA does not mean that
it is the only thing impacting their lives and well-being. It is important to consider a person as
a whole and the cumulative effect that both DVA and psycho-emotional disablism can have,
working together to entrap and disable, and the impact this can have on how you locate
yourself in society. In the rest of this chapter, I consider the ways psycho-emotional disablism
and DVA experiences compound each other to impact how the women view themselves and

how they interact with society.

5.2.1 Internalised oppression

In the previous section, I drew attention to the experiences of direct psycho-emotional
disablism in the general lives of the participants and in two participants’ experiences of DVA.
In doing so, it is important to recognise there are a variety of interactions the women have not
only with the perpetrators of the DV A, but with family, friends and themselves which all
interact to undermine their psycho-emotional wellbeing. It is the women’s relationship with
themselves which can result in internalised oppression with the negative emotions arising
from their DV A experiences heightening this. In this way, one cannot be considered without
the other as they work together to make the women feel devalued and worthless, with long-
lasting impressions and consequences on how the women view themselves and their place

within society. Internalised oppression is perhaps best described by Mason (1992, p.27):
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‘We harbour inside ourselves the pain and the memories, the fears and the confusions,
the negative self images and the low expectations, turning them into weapons with

which to re-injure ourselves, every day of our lives.’

This elucidates the significant trauma intrinsic to internalised oppression, emphasising the
importance of considering the relationship the women have with themselves instead of simply

focussing on the relationship they have with others.

One such way that internalised oppression arises is when a disabled person has internalised
negative views of disability. This was evident in how many participants described themselves
and their concerns about the future. Indeed, Grace expressed great difficulty coming to terms
with her MS expressing that she has had to ‘grieve for who I was and what I was and the
chances like how much my life has changed because of this thing that ['ve got’. The word
‘grieve’ connotes the significant emotional struggle that Grace has experienced since her MS
started to impact her life more. This is intrinsically connected to her change in physical
ability and the negative effect MS has had on her mental health which she already struggled
with before her diagnosis. All these changes have had a significant impact on the way Grace

views herself:

I feel like I've got nothing to bring to anyone or anyone’s life. Because again I was
that person two years ago who would be out all day, I'd be helping people, and now I

Jjust feel like I just let people down because I'm not as able as I once was.’

A considerable component of this feeling for Grace is that she is now unable to work as she
does not know how she will feel from one day to the next as well as her being the main carer
for her children. She feels embarrassed when having to disclose to people that she is not
working as people have ‘so many judgements on people, especially mums that don’t work and
they think that they are sat at home all day doing nothing and like they re just scrounging off
the government’. Indeed, the representation of disabled people often associated with the times
of austerity in the UK as scroungers and workshy has continued to normalise hate towards
disabled people with the consequence of shame being internalised by Grace (Garthwaite,
2011; Burch, 2018). This reflects early materialist arguments of disablism stemming from
capitalism whereby the exclusion of disabled people began due to them being viewed as
unproductive members of society. In addition to this representation of disabled people, Grace
also must contend with society’s disparaging views of single mothers who are not in
employment. These disparaging views can be connected to the construction of the ‘chav
mum’, which is an abusive term to describe single working-class mothers who are
unemployed, and the ‘slaggy mum’ (Tyler, 2008; Beswick, 2020). To Beswick (2020) the
‘figure of the single mother is classed, sexualised, and raced’ with it connected to moral

values which are viewed as deviant (p.94). Both disabled people and single unemployed
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mothers are viewed as being in opposition to neoliberal values and hyper-productivity with
Grace internalising negative views of herself because of the ‘one size fits all” values of

modern society.

The feelings described by Grace were also recounted by Katie who discussed feeling ‘like a
complete burden’ because she felt that ‘somebody else had to do absolutely everything for’
her whilst Carolyn reflected that she does not ‘fee/ good about myself since the MS since I
can’t do all the things that I used to do’. Katie found it extremely troublesome to accept that
she required help as she still wanted to do those things for herself. These negative views
expressed by Katie should be considered in the context of a society which is ‘committed to
the values of economic independence and self-reliance’ and views certain forms of
dependency, particularly in adulthood, as something to be ashamed of (Smith, S.R., 2001,
p-579). This view of dependency is in direct contrast to the interdependent lives most people
live. Meanwhile, Carolyn had been a young carer for her mother, who had significant
impairment due to MS, which created a fear for her about what life would be like should her
MS progress similarly. A young carer is a child or young person who undertakes a variety of
caring roles, such as housework, doing the shopping, and helping with medication for another
member(s) of their household exceeding the normal expectations of a child (Smyth et al.,
2011). Significantly, the participants have not always been disabled since MS is diagnosed in
adulthood resulting in a different experience of internalised oppression from those who have
been impaired since birth or early childhood. As discussed by Reeve (2020), non-disabled
people also internalise prejudices about disability. Thus, when they become impaired and
become part of the disabled group within society, they must manage these internalised
negative views which they now attach to themselves. This can be particularly complex if their
change in abilities is in conflict with how they view themselves with some people with
invisible impairments and conditions not identifying with the disabled identity (Kattari et al.,
2018). Others may also struggle with moving towards a ‘positive acceptance of difference
and a political identity’ of disability (Shakespeare et al., 1996, p.55) This conflict is apparent

in the reflections of Grace, Katie, and Carolyn.

There is a prominent focus for these participants on what they have lost which is connected to
their change in functioning levels. This stems from societal views of disability which ‘remain
firmly attached to the construct of disabled life as incomplete and lacking, with a constant
awareness of what has been lost or was never had’ (Watermeyer, 2009, p.92). Further,
Wendell (1996) described this in terms of the creation of the ‘rejected body’ which deviates
from cultural norms in appearance and experience, and is thus feared and rejected.

Consequentially, Grace, Katie and Carolyn are influenced by these discourses of loss and
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normality with them being made to feel that they are now incomplete and that their lives with
MS are less than their lives before. By saying this it is not to deny the difficulties that can
occur when diagnosed with a chronic condition but instead highlighting the ways that
prejudicial views of disability by society become entrenched within oneself making one
question the validity of one’s life. Indeed, Carolyn reflects that society has ingrained in her
that she is ‘nof worthy’ which has fundamentally impacted her sense of self whilst Grace has
a very negative view of herself as ‘just a mum and a poorly person, I'm just a cleaner’. This
demonstrates Thomas’s (1999) argument that the “inner world’ dimension of disablism is
closely bound up with socio-cultural processes which generate negative attitudes about
impairment and disability’ (p.47). Carolyn observed that there are ‘all these wonderful
women on the TV and in magazines and you just think that you re not worthy’ demonstrating
Carolyn’s struggle with the dominant representation of womanhood and the difficulties of
feeling as if you are unable to fulfil the neoliberal feminine subject who can do it all and have
it all with no need for help from others (Rottenberg, 2014). Indeed, Wendell (2001) discussed
the profoundly negative effect of feminism’s focus on depicting women and women’s bodies
as strong creating new ideals and resulting in disabled women feeling that they are
‘embarrassments to feminism’ (p.92). Significantly, it has become more normal to see
disabled women represented within mainstream media. However, this does not always mean
that the representation of disabled women within this media has moved away from

disparaging stereotypes of passivity, asexuality, and infantilisation (Wilde, 2022).

The ways this internalised oppression interacted with the participants’ DVA experiences
varied as in certain cases the DVA occurred before MS was diagnosed or symptoms were
noticeable. This was the case for Grace and Katie. As mentioned in the previous chapter,
Grace described herself as being made to feel ‘useless’ and a ‘burden’ by her perpetrator with
the words retaining relevance in her life today as she now attaches them to how she feels as a
woman with MS as discussed above. Additionally, Katie reflected that her experience of
emotional abuse, which occurred before her diagnosis of MS, amplified the negative views
she has of herself as a woman with MS as these thoughts of herself already existed,
demonstrating the connection between emotional abuse and psycho-emotional disablism
discussed by Reeve (2020). She discussed that the DVA has ‘had a long-lasting effect and the
MS made it worse’. In this way, the negative emotions formed in their DVA experiences have
become ‘stuck’ to their bodies with the emotions impressing upon them a negative value
(Ahmed, 2014). The ‘stickiness’ of these emotions arises from the repetitive nature of the
abuse experienced increasing their affective value and the personal subjectivities and
histories of Grace and Katie who both had a history of abuse (Ardoin and McWilliam, 2016).
The lasting effect of their DV A experiences has then become intertwined with the

internalised prejudicial views of disability that developed later to corrode their self-worth and
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negatively affect their sense of self. Thus, it becomes apparent that, as Burch (2021, p.169)
would phrase it, ‘our personal subjectivities are relationally shaped and sculpted by the
surrounding world” with Grace and Katie seeing themselves through the views of their
perpetrators and a disabling society. Michaelson (2024) drew a connection between the
experiences of the mostly female patients with MS they work with and that of the female
victim-survivors of DVA that they previously worked with. The internalised oppression
experienced by Grace and Katie is understood as ‘the unravelling’ by Michaelson (2024)
whereby the trust they had in their bodies is eroded similarly to that of the betrayal
experienced when a partner becomes abusive. In this way, the betrayal of trust experienced in
their DVA relationships may have amplified the bodily betrayal they felt when experiencing

MS symptoms thus intensifying the negative values that they now attach to themselves.

In contrast to Grace and Katie’s experience, Carolyn had MS for many years when she
experienced DV A meaning that the way internalised oppression interacted with her
experience was different. Carolyn discussed that she ‘can see why people would not want to
be with someone like myself” and the view that ‘you have to be a special person to start a
relationship with someone who has MS’, which reflects a disablist stereotype around
disability and sexuality (Shakespeare et al., 1996). Carolyn had very much internalised
disabling views of herself which existed before her DV A relationship and have impacted who
she believes she can be. To Reeve (2004) internalised oppression is a particularly significant
component of psycho-emotional disablism ‘because of its unconscious and insidious effects
on the psycho-emotional well-being of disabled people and because it has a direct impact in
restricting who someone can ‘be’’ (p.89). In this case, it appears that Carolyn had accepted
the disabling stereotype that it is normal for disabled people not to be in romantic
relationships and if they do find a partner then they are ‘lucky’ as they have found someone
who is accepting that they are ‘less than’ a non-disabled partner. This is reminiscent of the
acceptance of the stereotype that disabled people are asexual and thus it is normal for them
not to have intimate relationships with others (Morris, 1991). Additionally, it echoes disabled
women’s accounts of being told by their family members that they should feel grateful for
their partner being with them despite informing them of their partner’s abusive behaviour
(Copel, 2006). These views meant that Carolyn was more accepting of the poor behaviour in
her DVA relationship with her reflecting that ‘the thought that I didn’t deserve more, that I
didn’t deserve a better person is awful’. This highlights the fundamentally dangerous
narrative that disabled women should feel grateful for any romantic relationship as it can
allow for problematic behaviour to either be accepted or not recognised especially when the

disabled woman struggles with self-confidence.
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5.2.1.1 Self-blame

Another way that internalised oppression can interact with experiences of DVA is through
self-blame. This process of self-blame was used by two participants (Jaz and Carolyn) with
their identities and MS being used as explanatory factors for why they experienced DVA.
Significantly, it did not seem to be apparent to them that when reflecting upon their
experience, they were at least partly blaming who they are for the DVA. This emphasises the
insidious nature of internalised oppression as it can occur unconsciously making it
problematic to challenge (Marks, 1999). For example, Jaz reflected that she believed that
DVA perpetrators choose strong people as ‘it's a challenge for them to be able to bring them
down. But he had one benefit, and the benefit is my MS:

‘Because I know in my head that if I didn't have the MS, I don't think I would have

ever gone down this road because I wouldn't have needed that help.’

A central role in Jaz’s experience of DV A was that her perpetrator reduced her participation
in daily life whilst he simultaneously constructed himself as her carer, with his actions and
verbal abuse making her believe she required this additional help. From the above quotes, it
becomes apparent that Jaz believes if it were not for her MS, he would not have been able to
abuse her in the way that he did as she would not have required any help in her day-to-day
life. She connects this specifically to her having to rely on her perpetrator for certain aspects
of life suggesting that she has internalised negative views of requiring help. Requiring help
has become synonymous with dependency which is often constructed in a very negative light
by society due to its connection to disabled and elderly people who are thought of as helpless
and vulnerable (Shakespeare, 2000). This fails to reflect that relying on others for help is
normal, particularly within relationships, as everyone has different strengths and weaknesses.
Indeed, Thomas (2007) reflected that to meet the needs of individuals ‘social relationships
and interdependency are always involved’ as ‘no one is an island’ (p.87). But it is through the
attachments of negative values to ‘need’ and ‘dependency’ and the connection to certain
social groups that allows for Jaz to locate blame within herself. Similarly, Carolyn reflected
on a conversation she had with her son about what had happened to her with him telling her

that her perpetrator had done so ‘because he saw you as disabled and older’:

‘he said to me: “For god’s sake mum! How could he do something like that to you?
You’re an old woman. You re disabled. He shouldn’t do things like that and the fact
that he has is because he saw you as disabled and older.” and that’s when it clicked

in my head that that is why he’d done it.’

This reflection by Carolyn suggests that her conversation with her son resulted in her blaming
who she is, an older disabled woman, for the behaviour of her perpetrator. As discussed
earlier in this section, Carolyn has internalised a variety of oppressive and prejudicial views

about herself which has placed barriers on who she can be. What is apparent is that these
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negative views of herself have also resulted in her locating blame inside of herself instead of
externalising it to a society which continues to construct disablist, misogynistic, and ageist
views which allow people to believe they can perpetrate DV A with little consequence. This
allows Carolyn to believe that it is who she is which caused her DVA experience, reflective
of the opinions that disabled people are inherently vulnerable to violence and abuse because
of their impairments. As a result, emphasis is placed on ‘fixing’ the person to reduce their
‘vulnerability’. As discussed by Hollomotz (2009), ‘if a person is assumed to be at risk
because of who they are, then nothing can be done to alter that state of being’ (p.108). This is
particularly problematic within the context of DVA, where victim blaming remains a
prominent issue and the associated detrimental effect it can have on mental health (Meyer,
2016).

5.2.1.2 Resisting internalised oppression and self-blame

Whilst it may seem that psycho-emotional disablism is an aspect of living in a disabling
society which disabled people simply have to accept, this is not the case. Thomas (1999)
argued that although she highlights that psycho-emotional disablism is a prominent
experience of disability this does not mean disabled people are ‘passive victims’ (p.47).
Indeed, some disabled people may not be affected by this disablism whilst others actively
resist it. This resistance can include returning the stares from strangers or viewing encounters
with strangers as a means to educate them (Reeve, 2020). This is the same when considering

the cumulative effect of the emotions arising from DV A and psycho-emotional disablism.

Certainly, several participants discussed opinions and actions that actively resisted the
negative views of themselves discussed above. This includes the decision to reject suicidal
thoughts and positively choose to stay alive, as discussed by Grace and Katie. Katie
recounted that she had ‘thought of suicide’ but had come to the realisation ‘that my daughter
and my partner want me to be here. It would be worse for them if | wasn’t here’.
Fundamental to this realisation has been her partner continuously telling her that she is not a
burden and plays a very important role in her daughter and partner’s lives. Thus, for Katie,
being in a healthy relationship has been central to her building a more positive view of
herself. What is also significant is her partner reminding her that her life has value.
Comparably, Grace discussed throughout the interview that she had struggled extensively
with her mental health due to a variety of factors, including her DVA and MS, with her
having attempted to commit suicide. However, she now wants to stay alive to experience life
with her children and partner. Grace and Katie’s decisions to stay alive actively resists the

oppressive messages from their DVA and psycho-emotional disablism with them deciding
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that they live a valid and worthwhile existence. Choosing to resist these negative messages
actively is not an easy task as it requires significant energy as well as self-worth and self-
confidence, which often is undermined through DV A and psycho-emotional disablism.
Certain aspects of life such as being in paid employment have been found to allow disabled
people to resist this disablism (Reeve, 2020). Perhaps Grace and Katie having children and
current supportive partners have made them more able to confront the negative emotions,

reinforcing the significance of this form of support for people with MS’s wellbeing.

Other participants expressed resisting blaming themselves for the DVA. Whilst Jaz and
Carolyn discussed sentiments of self-blame, they also expressed fighting against this. This

included Carolyn recognising that she does ‘deserve more, and I am a good and nice person’:

‘it is awful and society has ingrained that in me and it has affected me a huge amount. So
even though I know that it’s hard to believe it. Hard to separate it. Since it’s happened,
I'’ve got stronger and I'm worth more than that, worth more than what happened, and it

wasn’t my fault what happened it was that bastard.’

Here Carolyn is externalising blame, locating it outside of herself and who she is with her
refusing to accept the way various social factors, such as being constructed as “weak” or
“useless”, have made her feel of lesser value as a woman with MS. Similarly, Jaz reflects that
whilst she does ‘have to rely on somebody else’ she recognises that it is not that which is at
fault for her DV A but instead, the problem lies in when the perpetrator ‘becomes controlling,
manipulative and then playing on my emotions, on my physical status then I am going to bow
down’. She recognises that the manipulation and emotional abuse, which often centred
around her MS, fostered feelings of insecurity in herself, resulting in her believing she was
unable to do anything without him. The fact that Jaz and Carolyn discuss self-blame and
resistance shows that people do not have neat thoughts but can have contradictory thinking
reflective of the messy and difficult nature of the healing process. Indeed, Grace believes that
‘healing is messier than the trauma itself because you 've essentially got to re-live everything
and un-learn behaviours’ which have become the norm. Healing from DVA is a long-term
process which victim-survivors recognise as being very complex, with the analogy of it being

like a rollercoaster used to reflect the ups and downs of the process (Flasch et al., 2017).

For Anne, a significant realisation was that ‘it’s not your fault that you have MS and also the
domestic abuse is not your fault either’. This may sound an obvious statement, but DVA
victim-survivors often take a long time to get to a place where they are mentally prepared to
reach such conclusions, as is discussed further towards the end of this chapter. Anne’s

reflection illustrates her rejection of internalised blame and a shift in her perception of the
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traumatic experience of her DVA, emphasising healing and coping. These feelings are linked
to what is considered by some as the transformation from victim-survivor to survivor
(Glumbikova and Gojova, 2020). This highlights the additional work that women with MS
face when resisting self-blame as they not only must reject the pervasive notions of victim
blaming but also the self-blame which can occur when coping with a chronic condition
(Sirois et al., 2015). Those with chronic conditions such as MS often blame themselves for
the onset of symptoms, looking for factors within their lives which may have caused the
condition as a way to feel in control of their lives. It is important to note that several
participants had accessed counselling and formal support services to help them heal from
their experiences. These interactions played a fundamental role in countering disablist and
victim-blaming sentiments. Formal support has been found to create a ‘supportive “buffer”
that protects against negative or victim-blaming rhetoric and promotes personal growth’
(Osborn and Rajah, 2022, p.5). This will be discussed in more detail in the following
chapters.

5.2.2 Long-lasting impressions and feelings of insecurity

In the sections above, I considered the ways that psycho-emotional disablism and experiences
of DVA can interact to negatively affect well-being and sense of self. In doing so, |
highlighted the pervasive and long-lasting nature of the effects of both this form of disablism
and the emotions arising from their experiences of DVA. What became apparent was that for
some this has placed limitations on who they can be and altered how they interact with others
and society. As Reeve (2020, p.104) said,

‘it 1s not just the encounter itself that is disabling, there is also the ‘existential insecurity’
associated with the uncertainty of not knowing how the next stranger will react. This

uncertainty further compounds this example of psycho-emotional disablism’

For the participants in this research, it is not solely psycho-emotional disablism which can
create this existential insecurity but their experiences of DVA. Due to the DVA occurring
within intimate relationships, two participants discussed concerns they have surrounding their
new romantic relationships. Based upon fears of the progression of her MS and being made to
feel burdensome and useless within her DV A relationship Grace reflects that whilst her
‘partner now he’s amazing with it and all he wants to do is help but I still have all that back
in my head that he’s going to leave eventually because if I do get worse and if I have to be in
a wheelchair and things like that’. This fear Grace describes of her partner leaving her if her
MS were to progress demonstrates the complex interaction she experiences between
internalised oppression and the emotional abuse she endured. The cumulative and long-

lasting impact can be seen here in the insecurity she feels about her current relationship
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despite her current partner not having behaved or expressed views to suggest that is how he
feels. Instead, it appears that Grace has internalised views that being disabled is undesirable,
which can be connected to her placing a lot of her worth in what she is physically able to
bring to her relationships with her partner and children which is uncertain from day to day,
and the belief she would no longer be desirable should she be in a wheelchair. This fear of
being viewed as undesirable can be connected to the construction of disabled people as not
having feelings or desires, resulting in the asexuality stereotype (Shakespeare et al., 1996).
This means that there is very little cultural representation of disabled people having positive
intimate relationships to challenge this. Just as disablist hate crime can alter how one views
certain spaces from safe to unsafe (Burch, 2021), social factors such as negative notions of
dependency, ableist representations of beauty and desirability, and the ontological
invalidation of disability as a worthwhile human existence work together with DVA

experiences to construct intimate relationships as uncertain and likely to end.

Navigating relationships following multiple experiences of DV A can be significantly
troublesome wrought with feelings of how to protect one’s safety and a desire to not go
through the trauma of another abusive relationship (Flasch et al., 2017). Katie recounted

comparable feelings to Grace about struggling to feel secure in her relationship:

‘it took me a long time to realise that I was in a safe relationship now and my partner
is not expecting anything from me. It was only when I said it out loud to somebody, it
took me a long time it took me about two years to realise that. So yeah it’s definitely
had a long-lasting effect and the MS made it worse at first it took him saying over and

over again you re not a burden you re very important to us’

Following her abusive relationships Katie had difficulties building trust in her new
relationship with her expressing being on guard and watching for any signals that this
relationship may be the same as her previous abusive relationships. What made this
particularly difficult for Katie was that she started experiencing symptoms of MS in this new
relationship. As mentioned earlier in this chapter, for some people with MS this results in a
feeling that their body has betrayed their trust which can work together with internalised
prejudicial views of disability to negatively impact self-esteem and sense of self (Michaelson,
2024). This can exacerbate the already existing feelings of insecurity in intimate relationships
and concerns of abuse with an additional fear regarding how new partners are going to view
you as a woman with MS. For Katie, the collective impact of her DVA experiences and
internalised oppression meant that it took her two years to get to a point where she felt safe in
her relationship. Fortunately, Katie has found a partner who has expressed compassion and
understanding for her situation working together to navigate their relationship. This builds

upon Flasch et al’s (2017) research with non-disabled women who discussed that this
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navigational process is ‘complex and multifaceted...involving a great deal of trust, fear, risk,
and love’ (p.3390).

Beyond intimate relationships, the women also struggled with other social encounters, such
as interactions with friends and mundane social interactions in public. To Davidson and
Milligan (2004) our ‘emotions can clearly alter the way the world is for us, affecting our
sense of time as well as space’ (p.524). This can be seen in Carolyn’s reflections about how
she now feels when she interacts with the outside world. When leaving an event in the
evening, Carolyn described the range of emotions she experienced, with fear being the most

prominent:

‘I was terrified especially on the way back to my car and I thought don’t make eye
contact with anyone but look like you know what you ’re doing, and be confident, and
look like you know exactly where you are going even though 1’d forgotten where the
car was. And people were going ‘oh hello’ on the street. And they might just have

been being nice but I'm much more on edge than I was before’

Carolyn had experienced several incidents of direct psycho-emotional disablism including
being propositioned and stared at whilst in public as well as being followed home alongside
her experience of DVA. Consequentially, she has lost trust in interacting with strangers with
her now choosing to avoid eye contact to ensure she protects her emotional and physical
safety. This reinforces the ‘unsettling and intrusive’ nature of these encounters and the ways
in which disabled people are made to feel ‘powerless and angry’ due to the responses of
others (Keith, 1996, p.70). She discusses in this quote her working extremely hard to project
herself in a way that not only discourages interaction with others but also as someone who is
self-assured and confident to ensure she is not perceived as ‘vulnerable’ or an ‘easy target’.
Thus, Carolyn feels forced to perform when out in public due to the feeling that she is now
vulnerable to abuse. This reflects the additional work people with invisible impairments have
discussed doing when in public such as exaggerating a limp so that they are perceived as
‘acceptably’ disabled when accessing certain amenities or concealing their impairment to be
perceived as ‘normal’ (Reeve, 2020). This is undoubtedly exhausting and may influence
decisions surrounding whether she should stay home or go out with problematic
consequences for isolation and making meaningful connections. Comparably, Grace

discussed withdrawing from friendships because of how she felt about herself:

‘I mean when I do see them, we do find things to talk about but it’s just that block in
your head like I've literally got nothing I can’t say anything other than moan about
my kids or moan about how crap I feel. I moan about the number of hospital

appointments I've got to go to and things like that’
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Grace discussed this in the context of feeling badly about herself since experiencing MS
symptoms and a fear of friends thinking less of her since she is unable to socialise with them
in the same way she did before. Pertinent to this is the way Grace describes her talking about
issues in her life as moaning, invalidating the difficulties she is facing, and suggesting that
what she has to say is of less value or interest to her friends. These feelings are particularly
upsetting with Grace reflecting that it ‘sucks when you don’t have that outlet of just being
able to see your friends and not feel anxious about it’. Whilst Grace connects this to her
struggles with self-esteem because of her MS she was also made to feel worthless within her
DVA relationship with it altering the way she viewed herself. The compounding effect of
internalised oppression and the impact of emotional abuse is seen here with Grace
withdrawing from friendships due to the insecurities and low self-esteem which have arisen.
The withdrawal from interactions with strangers and friends described by Carolyn and Grace
must be considered within the context of the high levels of isolation experienced by people
with MS and disabled people more generally which can foster emotional loneliness
(Macdonald, S.J. et al., 2018). Indeed, Jenny states that ‘being on your own after abuse is the

worst thing in the world’ stressing the problematic nature of isolation, particularly post-abuse.

5.3 Impact on MS

Throughout this chapter, I have attempted to draw connections between the experiences of
psycho-emotional disablism and that of DVA to show how they can work together to create a
cumulative negative impact on the women’s sense of self and self-esteem fostering feelings
of inadequacy. Thus, this discussion has mainly revolved around the undermining of their
psycho-emotional well-being. This will be extended to ‘tease out dynamic links between
kinds of experiences usually deemed either physical ‘or’ emotional’ (Davidson and Milligan,
2004, p.524) to explore the embodied impact of the participant’s DV A experiences and the
subsequent undermining of their emotional and physical well-being. DVA is often
highlighted as a significantly damaging factor to women’s health and is increasingly
recognised as a global health issue resulting in issues including physical injury and addiction
(Taylor, J. et al., 2013). Research which has considered the relationship between DVA and
women’s health has often focussed on the role DV A plays in causing health conditions (e.g
Chandan et al., 2021; Nash et al., 2023) whilst disability literature does not tend to consider
the impacts of DVA on impairment beyond impairment-specific abuse. However,
understanding how the effects of DV A can be felt physically and the repercussions for the
women’s MS is fundamental for healthcare practitioners who play a central caring and
safeguarding role in the women’s lives and for DV A services who are significant in their

support journeys.
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MS is a chronic progressive condition which results in a variety of symptoms including
mental health conditions, fatigue, and pain all of which play a role in the overall health and
well-being of people with MS. Additionally, the symptoms of MS such as fatigue can
exacerbate mood disorders, and anxiety and depression can worsen fatigue and experiences
of pain meaning that people with MS can experience a vicious cycle of symptoms which can
be difficult to manage (Dobson et al., 2022). Several participants highlighted that the DVA
they experienced negatively affected their MS, with a particular emphasis placed on the
emotional distress caused because of the DVA. For example, Jaz recounted that ‘because MS
has a lot to do with distress and stuff like that as well, the more he pushes on me like that the
worse I got actually’. Jaz is referring to the direct psycho-emotional disablism she
experienced from her perpetrator highlighted earlier in the chapter. It is apparent that for Jaz
the psycho-emotional disablism is interacting with her impairment effects with his intended
hurtful words being directly connected to a worsening in her condition. Similarly, Grace also
found that it was the stress of her DV A relationship which negatively affected her MS:

‘the stress of it affected my MS which then affected other parts of it.  wouldn’t say
that MS affected like he wasn’t abusive towards me because of the MS or anything it’s
more the stress from what he was doing really impacted like that what happened with
him and then what happened with the rape they are the things that have made me go
downhill so rapidly because of the stress of it all. And I was killing myself trying to
get [DVA perpetrator] to be a dad and it was just the constant mind games and then
the rape happened’

The trauma associated with her DV A experience and then a subsequent experience of rape is
emphasised by Grace as having made her MS go ‘downhill’. In particular, Grace highlights
the detrimental effects of the psychological games played by her perpetrator on her MS due
to the physically and mentally exhausting nature of the DV A tactics which is reflective of
Jaz’s experience. This can be seen in Grace describing herself as ‘killing’ herself whilst
attempting to get her DV A perpetrator to be a present father to her child, which he used as
leverage to ensure she did what he wanted. The mental impact of DVA was further
emphasised by Anne who discussed that her perpetrator ‘just didn't know how to cope and it
Jjust kind of my MS got a lot worse, and I think it was mental that was kind of making it
terrible, just because I just felt shit all the time’. These particular experiences highlight the
significant emotional impact and the toll from the abusive behaviours used by their
perpetrators stressing the adverse effects of psychological and emotional abuse with the
women discussing the devastating repercussions for their MS. Furthermore, the detrimental
impact on MS was highlighted, as well as how this can complicate leaving an abusive

relationship, where the dependency created through coercive control is exploited, as
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described by Jaz who believed her perpetrator’s actions would have eventually removed her
ability to look after herself. She thought she would have become a ‘couch potato’ had she not
left when she did. Here the view that the ‘world is perceived through the body; as embodied
subjects, experience is not simply an ‘inner’ phenomenon’ becomes apparent with their being
embodied consequences to the psychological and emotional abuse experienced (Reeve, 2020,
p-106).

Anxiety and depression are common among people with MS. This is connected to specific
aspects of MS such as its unpredictable nature, unclear progression, and factors such as time
of diagnosis with those diagnosed at a younger age having worse mental health outcomes
(O'Mahony et al., 2022). Indeed, Grace discussed that for her the greatest impact of MS has
been ‘that it affects my mental health so much and when I get bad mentally and kind of low 1
Jjust retreat into myself and don’t want to disturb anyone’. Compared to the vicious cycle of
MS symptoms described above, there is also a vicious cycle of mental health, as both MS and
experiences of DVA can be associated with mental health difficulties. This can be seen

clearly in Jenny’s experience:

‘with my MS yeah because I've got my generalised anxiety which is perpetuated by
the MS which is connecting the same neural pathways like I'm anxious about stuff
which is making me think about the past as well which is connecting the same neural
pathways and it’s a negative feedback loop and it just goes round and round and

round’

Jenny experienced a very difficult and prolonged abusive relationship as well as childhood
trauma related to abusive experiences. As seen in the above quote, she has experienced a
worsening of her anxiety due to her MS with her anxiety triggering thoughts of her previous
traumatic experiences. Thus, the impact of her MS and abuse experiences have created a
vicious cycle impacting her mental health and overall well-being. Significant to managing
and coping with MS are self-efficacy and resiliency (Tan-Kristanto and Kiropoulos, 2015).
Self-efficacy refers to a person’s belief in their ability to manage or complete behaviours to
mediate a condition (Tan-Kristanto and Kiropoulos, 2015). Meanwhile, resilient people are
those who are more flexible when faced with difficult life circumstances and cope by using
several protective resources either within themselves or in their environment’ such as a
supportive family or social network as well as having a positive view of themselves and the
future (Friborg et al., 2003, p.65). When recounting the time her perpetrator failed to provide
immediate help despite Anne experiencing a medical emergency as discussed in the previous
chapter, whereby she experienced what she termed partial paralysis, Anne demonstrated the

impact DVA has on self-efficacy and resiliency:
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‘that has such a horrible impact on you mentally, you feel so alone and that no one
understands what you're going through, and you just give up. You just kinda like,
well, this is it. I'm just this way till I die. You know what I mean. And you just get
sicker and sicker because you stop wanting to take care of yourself. You stop wanting

to do things that made you happy. It just gets to you’

Feelings of despair are apparent in this statement with Anne describing the effect of her
perpetrator failing to provide help resulting in her feeling alone and choosing to stop looking
after herself. What is evident here is that the isolation she felt in her MS and the emotional
abuse in her relationship meant that she lost hope for the future. As a result, she became
‘sicker and sicker’. Both self-efficacy and resiliency are eroded within DV A relationships. As
discussed in the previous chapter, the participants discussed the control over their lives being
diminished whilst at the same time their views of themselves were altered to how their
perpetrator views them, and some found themselves isolated from their support network.
Thus, the women’s ability to cope and manage their MS is drastically reduced creating this
‘negative feedback loop’ (Jenny) of anxiety and other symptoms which can also reduce their

ability to cope with the DVA and its long-lasting impressions.

The causes of MS are not entirely known although certain factors such as being exposed to
the Epstein-Barr virus, smoking, and genetics are thought to play a contributing role to M'S
developing (McGinley et al., 2021). Two participants, Jenny and Katie, expressed that they
believed there was a connection between their experiences of DVA and the development of
MS. Katie discussed that her perpetrator ‘was the one who psychologically I feel like he
caused the MS because I could feel it in my head like not being right you know what I mean?”’
The focus on the mental and psychological impact of DV A reflects Jenny’s view who
believes that her ‘experience caused my MS. Anxiety to the point where people’s faces were
changing shape’. As discussed earlier in this chapter, a coping method which is used when
diagnosed with chronic conditions such as MS is to look for life factors which could be
blamed for the development of the condition as a means to feel in control of one’s life (Sirois
et al., 2015). Importantly, this form of coping and adapting to MS as well as high levels of
stress have been connected to poorer mental health and overall quality of life (Kottuniuk et
al., 2021; Gil-Gonzalez et al., 2023). There is no evidence that traumatic experiences such as
DVA can result in the onset of MS. However, a connection between stress and the occurrence
of a relapse has been found (Jiang et al., 2022). Thus, it is probable that Katie and Jenny’s
DVA experiences with the profound emotional and mental impacts resulted in a relapse
which may have been the first occurrence of notable symptoms or potentially worsened the
experience of symptoms making them more noticeable. Whilst it is not possible to draw a

direct connection between their DV A and the onset of MS, it is significant that Katie and
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Jenny connect them emphasising the extensive and traumatic effect the DVA has had on them
and their health.

In studies considering health-related quality of life among people with MS, it has been found
that it is lower than those with other chronic conditions or in the general population
(O'Mahony et al., 2022). Reasons for this have included high levels of stress, maladaptive
coping strategies, less economic stability, and lower education status for mental health-
related quality of life (O'Mahony et al., 2022; Gil-Gonzalez et al., 2023). Poorer physical
health-related quality of life has been connected to greater physical impairment and fatigue
(O'Mahony et al., 2022). However, these studies have not included abuse experiences as a life
factor despite there being interest surrounding the impact of childhood and adult stress on the
onset and relapse of MS (Jiang et al., 2022). From the women’s accounts, it is evident that
DVA contributes to their physical and mental health-related quality of life and thus must be
considered within the healthcare setting. For example, unexpected worsening of symptoms
and deterioration in mental state should be viewed as a possible sign to MS healthcare
practitioners that DVA is occurring. Indeed, this should be a central component of looking
after the health and well-being of women with MS. This will be discussed in greater detail in

the following chapters.

5.4 Realisation

To participate in the research, the women had to self-identify that they had experienced or
were experiencing DVA in any form. Whilst this may seem to be a simple process, naming or
realising what they had experienced as abuse is neither simple nor easy but is intertwined
with socially imposed barriers predicated upon norms of gender, disability, and victimhood.
As a phenomenon, delayed naming or realisation is particularly under-researched. When
considered, it has been mostly discussed in the context of rape and sexual violence with
discussions surrounding the normalisation of violent men’s behaviour and the pervasiveness
of rape myths which alter how women understand men’s violence (Kelly and Radford, 1990;
Hlavka, 2014; Tarzia, 2021). Earlier in the chapter I explored the women’s experiences of
psycho-emotional disablism both within DV A relationships and in everyday life, as well as
the internalised prejudicial views of disability which have created a negative self-image and

fostered low self-esteem. The impressions which this left have been long-lasting.

Carolyn drew attention to how the way she felt about herself meant that she did not realise

the signs early on in her relationship that the behaviour of her perpetrator was problematic:
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‘Looking back, it was earlier but in the moment, it was just the time that I was raped
on the [date of rape]. Looking back, I'd known the man for about 3 months, and he
was grooming me. I was going through a bit of a bad time with my MS, so I wasn't at,
you know, my most confident, my most able to deal with things and I was grateful for

some attention which sounds really pathetic now, but I was.’

Carolyn discussed that life factors such as her MS, money struggles, and being a single parent
have meant that she has not had the ‘energy or the get-up and go to have any long-term
relationships and I just haven't had any’. In combination with this, she has also struggled
greatly with her self-image and self-esteem since being diagnosed with MS with her self-
esteem becoming at least partly intertwined with how her MS is. This meant that when her
perpetrator showed interest in her when she was not feeling her best, she ‘was grateful for

some attention’. Part of this revolved around her changing physical ability and appearance:

‘It was, um, I said that I got very big I also had weight loss surgery and it was the
first person that I had met since being thinner. So, I was like: “Oh my god, someone
likes me and someone thinks I'm attractive and someone thinks I'm a nice person.”
Whereas before the MS and my size had, in my head, stopped anyone coming

anywhere close to [me].’

Cultural representations of beauty are particularly harmful in this context as disabled women
are constructed in opposition to these norms of beauty and womanhood resulting in feelings
of inferiority (Shakespeare, 1994). As discussed by Wendell (1996), ‘the body is idealised
and objectified to a high degree; these cultural practices foster demands to control our bodies
and to attempt to perfect them, which in turn create rejection, shame, and fear in relation to
both failures to control the body and deviations from body ideals’ (p.85). For Carolyn, she
has also had to face societal perceptions of being overweight as undesirable which have
similar pervasive impacts of prejudicial views of disability on one’s psyche and feelings of
dehumanisation (Striley and Hutchens, 2020). This can create significant issues for one’s
self-esteem especially when the misogynistic view that a woman’s worth is inherently
connected to their appearance remains. As a result, she ‘was thankful that he was taking
attention with me and didn’t really think about “Oh, we’re not actually going out to the
cinema, or to the pub”’ instead, they mainly met at her house or in the car. She ‘closed [her]
mind to anything which wasn’t quite right’. Carolyn dated this man for 3 months until he

raped her.

Whilst Carolyn recognised immediately that she had experienced rape, she did not see or as
she reflects chose not to see her perpetrator’s behaviour as abusive whilst they were dating in
the lead up to the rape. In part, this highlights the problematic nature of the normalisation of

men’s poor behaviour towards women which prevents women from naming the behaviour
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abusive or violent. For Carolyn, part of the normalisation of his behaviour, such as him not
taking her on actual dates, stemmed from it being a relatively new relationship and her not
having had many recent relationships to compare it to. When considering Carolyn’s location
at the intersection of gender and disability it emphasises the problems of disabled women not
having the same opportunities for romantic relationships as non-disabled women and how
dangerous the view of disabled women as inferior to non-disabled women can truly be. For
example, they may be more accepting of poor behaviour which may have been normalised
throughout their lives or do not want to create tension in a relationship which they feel
grateful for and fear losing. This further emphasises the importance of women with MS being

supported to foster self-worth and self-esteem to ensure they feel fulfilled in their lives.

Escalating violence was the catalyst for Carolyn to realise that her relationship was abusive
with her having no contact with the perpetrator after she was raped. Faye and Jaz discussed a
similar realisation process. For example, Faye discussed that it was not until her perpetrator
‘started hitting me and attacking me really bad’ that she realised she was in a DVA
relationship. She reflected that she can now identify signs that suggested the relationship was
not “healthy” much earlier on, but she was unaware at the time. Kelly and Radford (1990)
discussed that men’s violence towards women has been normalised resulting in women being
unable to ‘name and define it” when it happens to them (p.40). Significantly, Faye
highlighted her perpetrator’s need to know where she was and who she was with and tended
to turn up at her house uninvited. In previous times, these behaviours would have been
viewed positively in a relationship as they demonstrate a partner taking an interest in her. It
was these behaviours that Faye did not recognise as abuse. This returns to Stark’s (2007)
reason behind conceptualising coercive control: the perception that DVA is solely physical
violence is incorrect and can result in entrapment. This was also apparent in Katie’s
experience who discussed that she ‘didn 't realise at the time because it was emotional, it was
more emotional than anything’. Reflective of this is Jaz’s experience who recounted that she

was married to her perpetrator for ten years:

‘It’s probably been 2 years 1'd say that I actually kind of opened up to the fact that it
could be that. The main reason for that was he was actually physically violent to my

daughter who is his stepdaughter’.

As outlined in the quote, it was not escalating violence to herself which made Jaz recognise
the abusive nature of her perpetrator’s behaviour instead it was him becoming violent
towards her daughter. Thus, for Jaz, she became aware of the incorrectness of an action when
it involved someone else which in this case was her child. In Jaz’s case, an important
consideration in her realisation process was the nature of the DVA she experienced which

revolved greatly around her MS. This included her perpetrator constructing himself as her
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carer and carrying out impairment-specific abuse. Returning to Kelly and Radford’s (1990,
p.40) reflection that ‘in order to speak about something, one must first be able to name and
define it’ there is the issue of certain aspects of Jaz’s abuse experience having been
normalised, such as being grateful for a ‘caring’ partner, and the overarching problem of the
unique abuse experiences of disabled people not being as well known about among the
public. Indeed, even once Jaz realised that her perpetrator was abusive it was her interactions
with her Independent Domestic Violence Advocate (IDVA) and solicitor that reinforced the
more hidden behaviours as being DVA. She reflected that ‘it is only because of them that I
kind of understood what domestic violence was’ when discussing her IDVA. She recounted
that when talking about her perpetrator driving her places and presenting himself as her carer,
her solicitor ‘turned around and said...that's the normal role of a husband or a wife.’ Thus,
external feedback from trusted sources was instrumental in Jaz’s understanding of what
constitutes DVA.

Whilst cultural normalisation of men’s violence is problematic, Katie and Anne highlighted
delayed realisation due to experiences of abuse in their childhoods and families, which had
created toxic assumptions about what relationships should look like. Indeed, Katie reflected

upon the impact of having what she terms a ‘dysfunctional’ family:

‘I was married to somebody for I think 12 years and had a daughter with that person
and then I realised actually my family was really dysfunctional and my mum was
probably a narcissist so it makes sense going from one abusive relationship to
another because you don’t know anything else. And then even after I divorced my

husband I got in some really bad toxic relationships with people after that’

Tarzia (2021) found that several participants’ experiences of past sexual abuse or having
witnessed it within their homes had resulted in them having poor knowledge about what
constitutes healthy relationships with this being exploited by the perpetrators. For Katie, it is
apparent that her family situation had done just that with her becoming trapped within a cycle
of abuse. Generational abuse is a devastating effect of DV A with children who experience
DVA in their homes being more likely to either become an abuser or experience further
victimisation in their lives as adults in addition to experiencing setbacks in their emotional
and social development (Harrison, 2021). In fact, Eid et al. (2022) found that women with
MS who experienced childhood abuse face a greater risk of re-victimization in adulthood.
This was evident in Anne’s experience who relayed that she had ‘experienced it all my life

until about now’:

‘it started for me when I was 8 years old. My mother had a baby, and she had a massive
relapse after you have a baby, as you do cause that's just the way it is right. And we didn't
know that she had MS and so at that point my father didn't know how to cope, and that's
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when the abuse started. So, I was abused up until I lefi, and so that was my model for

love, that's all I knew right’

As Anne discussed, her father’s behaviour towards her mother and herself became her ‘mode!
for love’. Significant here is the fact that her father’s abusive behaviour began when her
mother experienced a relapse with Anne identifying that he did not know how to cope. Thus,
this situation not only constructed what Anne thought love looked like but also would have
normalised negative reactions of an intimate partner to a relapse in MS. Indeed, Anne
discussed not recognising the invalidation of her symptoms or the continuous resentment for
what she was unable to do as emotional abuse. However, reflective of the realisation
processes discussed earlier Anne immediately understood when the behaviour of her
perpetrator was escalating to a dangerous level because she witnessed her father’s behaviour.
This included when her perpetrator began ‘throwing things like picking up the trash can and
hurling it across the house or smashing dishes’. This suggests that while, for certain
participants, the myth which claims that DV A only involves physical violence continues to
obscure emotional and psychological abuse, they are much more aware that physical and

sexual abuse is not normal and should not be tolerated.

5.5 Conclusion

In this chapter, I have explored the relationship between MS and DVA moving beyond
discussions surrounding the nature of the DV A experienced to focus on the undermining of
the women’s emotional and physical wellbeing. In doing so, I have highlighted the
interaction between psycho-emotional disablism and the effects arising from the experience
of DVA to demonstrate the cumulative impact they can have. By using psycho-emotional
disablism the chapter draws attention to the insidious and everyday nature of this form of
disablism emphasising that the women’s experiences of DVA and its impacts cannot be

viewed in isolation from the disabling society they live in.

By attending to the interaction between psycho-emotional disablism and DV A it has been
demonstrated that how they worked together varied. This included the recognition that for
some there were clear examples of DV A tactics being used which should be understood as
psycho-emotional disablist with the perpetrator attempting to make them feel worthless and
less-than. For others who did not experience explicit psycho-emotional disablism within their
DV A relationship, the stage of life when they experienced DV A resulted in a different
experience such as whether the DVA occurred before a diagnosis of MS or if one had been
living with MS for many years. However, central in both scenarios was the internalised

oppression the women expressed with there being a significant focus on loss with MS being



115

diagnosed in adulthood playing a central role in their unique experiences. For the women
who had experienced DVA before an MS diagnosis or before MS had any impact on their
lives, they found the negative emotions and views of themselves stemming from their DVA
stuck to their bodies which were then amplified by the internalised prejudicial views they
held about disability. In contrast, those who had established MS found that the internalised
oppressive views they held about themselves meant they were more tolerant of poor
behaviour. This is important when considering risk factors for experiencing DVA and the

additional difficulties women with MS may face when attempting to heal.

The cumulative impact of psycho-emotional disablism and DVA resulted in feelings of low
self-esteem and self-worth affecting how the women viewed themselves. In this chapter, |
have shown how detrimental this can be, leaving long-lasting impressions and feelings of
insecurity that affect how women position themselves within society and how they interact
with others. This includes the fears they have come to hold regarding their new romantic
relationships expressing concerns of being left by their partners because of views of being
disabled being undesirable. The additional work they are forced to do to feel safe becomes
clear through their narratives. The consideration of the impact the participants’ experiences
have had on their MS has highlighted the embodied consequences of the mostly emotional
and psychological abuse experienced. This included the distress caused by DVA and psycho-
emotional disablism, and the drastic mental and emotional toll the tactics used by perpetrators
had, which wore the women down physically and mentally. The extent of the trauma certain
women experienced became apparent when they connected their DV A experience to the start
of their MS. Significantly, the ability to cope with MS through resiliency and self-efficacy is
undermined by their DVA experiences with feelings of hopelessness having arisen. Through
this exploration, it becomes apparent that DV A can negatively impact MS due to the physical
and emotional toll it takes on the women. This is a fundamental consideration for those
involved in their healthcare to consider signs of DV A beyond physical bruising such as

unexpected deterioration in their MS or their ability to cope with living with MS.

Finally, the chapter explored the realisation process of the women to highlight the significant
social barriers inherent in this process. By considering the realisation process, it is possible to
explore the difficulties involved in beginning the support journey and to continue the
rejection of narratives which place blame on the victim-survivor for not realising and thus not
leaving or returning to DV A relationships. In part, this continued to highlight the significant
impact of internalised oppression with the identification that low self-esteem and self-worth
can result in not recognising poor behaviour due to feelings of gratefulness. In addition,

factors such as the normalisation of men’s poor behaviour and a lack of awareness
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surrounding how DV A can manifest for disabled people were found to prevent realisation.
Realisation is fundamental to the women reaching out for support, but as with realisation,
accessing and using support can be wrought with barriers. Thus, in the following chapter, I

begin to explore the support journeys of women with MS to understand what works and does

not work for them.
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Chapter 6 Encounters with the Police

6.1 Introduction

In the previous chapters, I have explored the DVA experiences of women with MS and the
impact that this can have on their physical and emotional well-being. In doing so, I have
identified the long-lasting impacts whereby experiences of DV A and psycho-emotional
disablism can interact creating difficulties for healing, managing their MS, and placing
constraints on their lives. The reflections in those chapters provide significant information
about the varied forms and impacts of DVA on women with MS, which have not been
discussed before, thus providing fundamental information for identifying and supporting
women with MS experiencing DVA. Whilst that information is essential, a significant
component in understanding how best to support women with MS experiencing DVA is to
gain reflections from women with MS themselves about their help-seeking journeys to
understand what does and does not work for them. In this chapter, I consider the participants’
experiences of encountering the police. The police, as a help-giving sector, play an essential
role, allowing victim-survivors to report DV A, aiding them in accessing support through

signposting and referrals, and overall aiming to ensure the safety of victim-survivors.

Specifically, I share participants’ reflections on the often hurtful and damaging nature of their
experiences with the police to their well-being and support journey, with the police frequently
failing to meet the requirements set out in the Ministry of Justice’s (2020) code of practice for
victims of crime (victims’ code) which sets out the minimum standard for services such as the
police. The damaging nature of the encounters must be considered within the context of the
significant harm done to the women’s well-being, sense of self, and trust in society discussed
in the previous chapters. Throughout this chapter, I aim to demonstrate that when the safety
and support responses available do not meet the needs of victim-survivors, it constitutes an
extension of the entrapment they faced in their relationships. By doing so, I note the
importance of underpinning discussions of women with MS’s DV A experiences and help-
seeking with a social and systemic entrapment framework whereby victim-survivors’
autonomy and agency are restricted by their perpetrators’ actions and systemic failures to
meet their needs as disabled women (Tolmie et al., 2024). Throughout the chapter, I note the

improvements participants identified as needed among the police.

6.2 Barriers to accessing and using the Police

In the UK, disabled people are entitled to basic rights under the Equality Act (2010) and the
United Nations Convention of the Rights of Persons with Disabilities (UNCRPD), which the
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UK both signed and ratified. Significantly, people with MS are protected by the Equality Act
2010 from the point of diagnosis. These pieces of legislation outline the rights of disabled
people to live free from disability discrimination, with the Equality Act (2010) protecting
disabled people from discrimination in certain contexts, such as in the workplace, education,
or when accessing services, including healthcare and the police. Discrimination is understood
as constituting four main types: direct, indirect, victimisation, and harassment. These forms
of discrimination include being treated worse because of being disabled, physical or
communication barriers which make something inaccessible, and being degraded or

humiliated because of an impairment.

Disabling barriers can make accessing and participating in all areas of life—such as receiving
victim support, accessing justice, and healthcare services—problematic or impossible,
leading to the exclusion of disabled people. To ensure that disabled people can access
services, accessibility and meeting access needs are essential. In addition to making services
accessible in terms of meeting physical, sensory and communication needs, all services which
could encounter disabled victim-survivors, including victim support services, police and
justice agencies, and health and social care, should also cultivate an environment within
which they feel safe, supported, and cared for. As discussed by Breckenridge (2018),
‘accessibility is multifaceted, complex, and extends beyond the physical environment’
(p.139). In the previous chapter, I discussed examples of direct psycho-emotional disablism
and the cumulative impact this can have when experiencing DVA. In addition to direct
psycho-emotional disablism, it is important in this instance to also consider indirect psycho-
emotional disablism, which can occur when faced with structural barriers (Reeve, 2020). This
can make a disabled person feel upset or angry and convey the messages that ‘you are out of
place’ and ‘you are different’ (Kitchin, 1998, p.351).

6.2.1 Physical barriers and broken trust

The majority of participants (six) in this research had either directly reported DV A to the
police or had encountered the police during their experience of DVA. For many, their
interactions with the police were wrought with various barriers, which had consequences for
how they perceived the police. This included Carolyn, who was the only participant to face
physical barriers. One of the basic tenets of accessibility is ensuring that spaces and buildings
are configured in a way that all people can physically access them. Despite this, Carolyn
highlighted that in certain instances she struggled to access services due to physical barriers.
Carolyn was raped on a date with a man who she had been dating for several months. Prior to

the rape, Carolyn highlighted that the perpetrator was emotionally and psychologically
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abusive, within a pattern of coercive controlling behaviour. Within hours of the rape, she
went to the police station. From here, the police took her to a Sexual Assault Referral Centre
(SARC), which is a specialist medical and forensic service, for testing and then to another
police station to do a video interview. This meant Carolyn was with the police for 24 hours in
three different locations. Carolyn encountered physical barriers upon arriving at her local
police station: ‘I can’t get up the stairs easily, because I'm disabled. [...] They’d seen me
with my stick, and 1'd said I have MS.” Nonetheless, ‘I had to go up two flights of stairs,
because the lift wasn’t working’. Carolyn’s needs not being met acted as a barrier to building
trust with the police. It would have felt different for Carolyn had her needs been
acknowledged and adaptations made. Solutions could have been simple, such as considering

the use of a downstairs room.

Following being at the SARC, Carolyn was taken to a different police station where she again
had to do a significant amount of walking: ‘down two flights of steps, along another corridor,
1 didn’t know where [ was going. No one explained anything to me’. As a consequence of
feeling unsafe, Carolyn changed her mind about wanting to report during the 24 hours she
was with the police. At some point, she no longer knew ‘if I wanted him arrested because 1
thought he [the rapist] was going to come and get me’. This position will at least in part
result from the fact that Carolyn had not been able to build trust with the police, partly due to
the accessibility issues that she had encountered whilst at the station. These physical barriers
and lack of consideration for Carolyn’s needs were undoubtedly distressing with it adding to
the stressful and upsetting nature of the crime experienced with these negative views
becoming attached to the police and that particular environment. The police become another
component of the ‘landscapes of exclusion” whereby disabled people’s needs are forgotten or
not considered (Kitchin, 1998, p.351). This reflects Reeve’s (2006) discussion of a participant
whose experience of structural barriers and his needs being ignored by others whilst shopping

left him feeling ‘unwanted and worthless’ (p.98).

In the quote below Carolyn further described how, in between the interviews and
examinations, she was left ‘waiting around in this police station in a room on my own’. She
was not asked if she needed to have someone with her who could offer emotional support.
Carolyn did not bring her phone and was thus unable to ring a friend and draw on her

personal support networks.

‘Down this long long corridor, sat there on my own, and the lights kept going off.
Because, if you didn’t move, the lights were on a timer, so they went off. I just thought
that this man was coming to attack me again. I thought all the police were going to

attack me. I screamed and no one came, and then got up to go to the door to try and
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get someone and the lights came on, so I realised what was happening with the

lights.’

This description is harrowing, but Carolyn described how physically exhausting it was to
even get to that room, due to her limited mobility not being considered. Carolyn’s energy
levels had been drained by her needing to climb a set of stairs and pass through what she
described as ‘a long, long corridor’. This contributed to her feeling trapped in the room.
Small acts of care such as informing Carolyn about the lights would have had a big impact on
how she viewed the support from the police. Carolyn recalled more positive encounters at the

SARC, compared to her interactions with the police:

They were kind down there and did all the tests and I had a shower afterwards. You
rub yourself as hard as you can to get all this dirt off you. The women said: “This
shampoo and stuff, this little pack that they gave you”, said “it is Camilla, Prince
Charles’s wife, it’s one of her charities she’s given you this.” (laughs) Thanks
Camilla. But it was good to have that, shampoo, soap, toothbrush and toothpaste, and

they gave me clean underwear and stuff, so that was good.’

These small gestures and friendly interactions went a long way in helping Carolyn to feel
more at ease, and similar approaches could be adopted by police officers. Overall, this lack of
physical accessibility, both in terms of disability and feeling at ease in the environment, left

Carolyn distressed, with her identifying that this lack of accessibility must be addressed.

6.2.2 Procedural barriers and failings

What is evident from the description of Carolyn’s time with the police above is that it was an
environment in which she did not feel supported or cared for. This was due to a variety of
reasons, including a failure to ensure that the police procedures were accessible to her. For
example, she encountered barriers in terms of the interview process not taking into
consideration any accommodations she may have required. She discussed ‘realising that I
couldn’t remember everything because of the MS and the shock’. As highlighted in the
previous chapter, people with MS can experience cognitive impairment described as ‘cog
fog’ or ‘brain fog’, which can be exacerbated by fatigue, with certain participants identifying
that the distress and stress from their DVA experiences negatively affected their MS. The
physical barriers Carolyn faced and the extended length of time she had already been with the
police by the time of the interview would have taken a significant toll on her both physically
and mentally working in combination with the distress from her very recent traumatic
experience to create a situation whereby she was fatigued and thus struggled in the interview

to remember everything.
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This could have been alleviated by the police following good and accessible practice. For
example, the police are meant to conduct a victim needs assessment at the earliest possible
time to ensure they have a proper understanding of the victim’s needs (Ministry of Justice,
2020). Whilst assessing their needs is a victim’s right under Right 4 of the victims’ code
(Ministry of Justice, 2020), the HMICFRS (2023) found when reviewing cases that out of
132 cases, only 77 cases had an assessment been undertaken, and of the 77 assessments, only
42 were good quality. The importance of conducting a victim needs assessment can be seen
in Figure 2 below. Specifically, they should have utilised the victim needs assessment to
determine whether Carolyn had support needs, required a safeguarding referral, and
ultimately considered her needs during the investigation, including her brain fog. Instead of
gaining an understanding of how the interview process could be made more accessible for
Carolyn, such as allowing her later to provide more information, ‘they just wanted to get it all

done and dusted there’.

Source: His Majesty’s Inspectorate of Constabulary and Fire & Rescue Services

Figure 2. Pathway of support from a victim needs assessment

Faye recounted a similar experience of the police not enquiring how to make the investigative
process accessible for her. Faye’s perpetrator was a man with MS who had been both

physically and emotionally abusive.
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‘You know, like it was almost like they were protecting him more than me because
they were like well, he's got MS, and I was like hang on a minute I've got MS. Where's
my support and everything being met?’

Faye felt that the police were more interested in ensuring the comfort of her perpetrator than
making sure she felt supported. It is fundamental that disabled people accused and arrested of
crimes are supported properly throughout their time with the police, especially when
considering the concerns surrounding the treatment of disabled people held in custody
(Macdonald, S.J. et al., 2021). Victim-survivors should receive the same standard of service,
yet Faye felt that fewer resources were made available to support her, compared to the
perpetrator. Significantly, research has discussed the ability of perpetrators of DVA to
manipulate the police such as creating the narrative that they are the ones being abused as
well as being viewed as more credible (Epstein and Goodman, 2018). Indeed, the above
quote suggests that the way Faye’s perpetrator was presenting himself to the police resulted
in them feeling more sympathetic towards him and the circumstance he was in than they did
for Faye. This may also have been influenced by the continuation of the police as a male-
dominated and orientated institution containing police officers who hold misogynistic views

of victim-survivors and sympathetic views towards male perpetrators (Carrillo, 2021).

Although Faye’s case continued to be investigated, the police remained ignorant about how
her MS could affect her, meaning that she experienced judgment when she was unable to
attend scheduled appointments, due to a fluctuation in symptoms. This lack of understanding
would allow Faye to be constructed as unreliable instead of recognising the difficulties she
experiences due to the fluctuating nature of her MS. Certainly, King et al. (2023) discussed a
victim-survivor being deemed ‘problematic’ for refusing to attend an appointment made at
short notice due to it creating difficulties for the management of her health issues. Instead,
Faye discussed that the police should have reached out to her MS healthcare team, with her
consent, to understand how her MS affects her, allowing for a collaborative effort to ensure
her needs were met. This action may also have benefitted Carolyn. Faye reflected that she did
not think that ‘all the police are bad, but I think there’s an element of some of the police
officers that really sort of lack empathy’. These feelings and experiences work together with
the disabling barriers to construct the police as unhelpful and uncaring with Faye’s and
Carolyn’s trust in the police being damaged.

Victim-survivors in this research suggested that poor communication was a significant failing
on behalf of the police. Communication is of particular importance for those with invisible
impairments such as certain symptoms of MS including fatigue, brain fog, and bladder issues.

These are symptoms of MS which are not visible and may not be known to many people.
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Indeed, Grace discussed that when she tells people she has MS they are unaware of the
condition and reflected that ‘you can never understand until you go through it because you
look at me now and you think oh she’s absolutely fine...but actually the agony that my arms
are in right now that my legs are in right now’. Understandably, police officers may be
unaware of these invisible symptoms of MS. However, they should be communicating with
victim-survivors and showing an interest and care about their needs. Indeed, Carolyn’s and
Faye’s needs would have been made clear if a good quality victim needs assessment had been
undertaken which considered the variety of factors possibly impacting them and the types of
support required. For instance, when conducting a victim needs assessment the police should
consider factors such as victims’ age, gender, medical issues, trauma, and safeguarding risks,
with the HMICFRS (2023) contending that the police need to ask the correct questions to
assess victims’ needs to ensure they do not disengage from the criminal justice process.
Additionally, Faye suggested that the ‘police need some training somehow in how to deal

with people with hidden disabilities’ since their needs are not always visible.

Fundamentally, it is likely that most victim-survivors who turn to the police for help will
have some level of access needs whether they have an impairment, mental health condition,
or are experiencing effects from a traumatic incident. For example, mental health conditions
such as PTSD are prevalent among victim-survivors of DVA (Nathanson et al., 2012; Roland
et al., 2024). Thus, communicating with victim-survivors throughout their interaction with
the police should be at the centre of police officers’ practice. For example, after agreeing to
be interviewed, Carolyn found herself following the police officers around the station
expressing that she ‘didn’t know where I was going no one explained anything to me’.
Communication is essential when you have experienced DV A or sexual violence as your trust
in others will be significantly lowered. Therefore, it is crucial that the police continually
check in with victim-survivors and keep them informed about what is happening and why,
particularly when they are in an environment unknown to them. This is also pertinent to
Carolyn’s experience of being locked in the back of the police car when being driven to the
SARC. She found this experience uncomfortable and alienating with her being unsure why it
was done this way. In both instances, Carolyn should have been treated as an adult who
deserved to be informed about what was happening, where she was going, and why it was
being done a particular way. Certainly, Carolyn had the right to understand what was
happening under Right 1 of the victims’ code (Ministry of Justice, 2020).

The victims’ code (Ministry of Justice, 2020) Rights 6 and 9 outline the right to be provided
with information about the investigation and prosecution, the outcome of the case and any

appeals. At the time of her interview, Faye was waiting to find out whether the police had
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successfully retrieved a piece of evidence requested by the Crown Prosecution Service which
would help her case move forward. She discussed that she had been waiting a month, but she
did not yet ‘know what's come of that. I haven’t heard anything, so I don't know whether
they've actually got that or not’. Similarly, Carolyn was not kept informed about the outcome
of her case with her independent sexual violence advocate (ISVA), who she accessed six

months after her time with the police, having to find this information out for her:

‘It’s on record, on his record for ten years that I've accused him of this. It’s not on
record that he’d done anything because he says he hasn’t done anything. But it will be
taken into account if he does do anything to anyone else and that was a huge weight
on my mind. They didn’t tell me that, I had to get the Rape Crisis people to phone up
the police to find that out.’

When considering that for victim-survivors of DVA there is a real concern surrounding their
safety following the conclusion of the relationship and reporting a perpetrator to the police
staying informed about the status of the investigation and outcome is paramount. Indeed,
according to the Femicide Census (2021), 52% of women killed by an intimate partner had
begun the process of leaving the relationship or had left the relationship. Further, as
evidenced in the quote above Carolyn found not knowing the outcome of her case extremely
difficult on her well-being with it being described as ‘a huge weight on my mind’. Being
unaware of whether her perpetrator would face any repercussions and not knowing whether
going to the police was beneficial made the complex and challenging process of healing more
difficult. In this way, by failing to inform Carolyn of the outcome of the case the police
delayed her sense of justice and closure, and the ability to start the healing process. Indeed,
Carolyn outlined her view that the police should proactively maintain contact and provide
updates.

6.2.3 Attitudinal barriers

Disbelief remains a prominent reason why victim-survivors choose not to come forward and
access services. Four participants discussed experiencing attitudinal barriers from the police,
which led to them feeling that they were not believed. Faye discussed that following taking
out a non-molestation order against her perpetrator, as recommended by the police, the police
started to investigate her case. Whilst she appreciated the police beginning a proper
investigation, she expressed that ‘the way I was actually treated by the police was really quite
poor’. Instead of the police investigating Faye’s case and looking for evidence she found her

account of the DV A being questioned immediately:

‘And because he also has MS I got questions like: Well, could he do that if he’s got
MS? So it was kind of turned back on me because he’d hit me, and then they’d be like
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can he hit you? Well, yeah he has that’s what he’s done. But because he’s also got MS
it was almost like they were being nicey nicey with him and he was using that to his

advantage.’

Faye described feeling like her perpetrator’s MS was used as a ‘weapon’ to discredit her
experience. Disabled women have expressed concerns about professionals using their
impairments to deny their experiences of DVA, such as it being viewed as a symptom of
mental health instead of a real experience (Harpur and Douglas, 2014). For Faye, instead of
her MS being used to deny her experience, it was instead her perpetrator’s MS being used to
suggest that he was incapable of abusing her. It is important to note that Faye presented to the
police with physical signs of abuse with her describing that she had ‘bruises in places that I
couldn’t get bruises myself’. In part, this demonstrates a considerable lack of understanding
about MS which Faye recounted attempting to rectify by informing them of the fluctuating

nature.

Additionally, it appears among the police involved with Faye’s case that they had perceptions
of DVA incompatible with her experience, including ableist perceptions regarding who can
be a perpetrator of DVA. Indeed, Butterby and Donovan (2023) discussed that there remains
a perception that perpetrators are big and strong men. Whilst Faye’s perpetrator was a man,
he was able to construct himself in opposition to this perception due to his MS, with Faye
describing him as ‘using that to his advantage’. This reflects the views of women who chose
not to contact the police due to viewing their perpetrator as an excellent manipulator in
combination with fears of the police bonding or relating to the abuser with research
demonstrating perpetrators’ abilities to ‘groom’ the police (Wolf et al., 2003; Stanko, 2022,
p.8). It is not problematic that the police were showing care for Faye’s perpetrator and
supporting him. However, it is fundamentally incorrect to be questioning her account based
on her perpetrator’s MS. Faye’s experience echoes the issues highlighted in the justice
process when investigating rape by King et al. (2023) who demonstrated that there is too
great a focus on complainant credibility as opposed to an investigation focussed on the
suspect. Indeed, Faye reflected that the ‘way you get dealt with is just like you are the
criminal’. To improve this, one participant outlined that the police should develop a greater
understanding of the kind of person a perpetrator can be, including being ‘charming or
appearing vulnerable’ as well as recognising that they are ‘capable of lying. Even crying and
playing the victim’. Faye emphasised that the police’s focus should be solely on investigating

to ‘find out what’s happened, they should not be taking sides.’

In contrast to Faye, Carolyn experienced the police believing her originally. However, the

police’s lack of understanding about trauma responses meant that when she was unsure about
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arresting the perpetrator she felt that the police ‘just cut off completely, they didn’t want to
know me, they didn’t understand that’. This undoubtedly would have been particularly
upsetting considering the significant amount of trauma she had gone through and the courage
it took to recount such a distressing crime. Carolyn’s fear of her perpetrator and concern of
repercussions are unsurprising and are not unique to her but have often been expressed by
victim-survivors particularly when discussing their reasons for not reporting DVA (Wolf et
al., 2003). Thus, it is particularly troubling that the police failed to be proactive in making her
feel safe and secure. In this case, Carolyn would have benefitted from trauma-informed
policing practice. Taking a trauma-informed approach would allow the police to recognise
the signs of trauma, recognise the effects of traumatic incidents, and know how to engage

with the victim-survivor in a way to avoid re-traumatisation (Hickle, 2016).

As noted by Hickle (2016), certain behaviours resulting from the effects of trauma can be
misunderstood by the police as victim-survivors being uncooperative. Indeed, Carolyn
discovered many months after the conclusion of her experience with the police that they had
recorded that she had failed to cooperate. This deeply hurt her as she viewed that she ‘did
everything that I could’. Carolyn connected the police’s shift in behaviour and attitude to
them wanting to have a successful conviction for their statistics stating that ‘They just wanted
their numbers’. In this way, Carolyn described being treated as a commodity, where her value
lies in what she can do for the police rather than what the police can do for her. Over recent
years criticisms of the police and their poor track record of successful convictions for rape
victims have grown. Indeed, in the Victims” Commissioner (2022) annual report for England
and Wales, rape prosecution was described as a ‘lottery’ with the observation that the
‘distressing truth is that if you are raped in Britain today, your chances of seeing justice are
slim’ (p.17). Thus, there has been increased pressure placed upon the police to improve
conviction rates, which may explain Carolyn’s experience. However, it does not excuse the
behaviour of the police, who ought to have continued providing support regardless of whether

a conviction was possible or not.

Further, it is noteworthy that Carolyn experienced such a quick change in the behaviour of
the police. Disablist views have constructed disabled women as ‘asexual’ as well as them
often being viewed in opposition to societal beauty standards and what is considered
desirable. This can impact perceptions regarding who is considered a victim-survivor of rape
which can be compounded by views of disabled people as unreliable witnesses, especially
those with learning disabilities, forms of neurodivergence, or cognitive impairments
(Williams and Jobe, 2024). For example, a participant in the report by Hollomotz et al.

(forthcoming) on disabled women’s experiences of reporting rape and serious sexual offences
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to the police discussed experiencing disbelief that someone could find a disabled person
‘sexually appealing’ (n.p). Further, the term ‘real rape’ developed by Estrich (1987)
encapsulates this through the discussion of the common stereotype of rape victim-survivors
being young desirable women. Indeed, it is argued that this stereotype persists with it being
viewed that men only rape attractive women preventing older women from naming their
experience as rape, and resulting in them having to convince authorities of the validity of
their experience (Bows and Westmarland, 2017). Thus, Carolyn’s MS and her older age may
have contributed to the police quickly moving from believing her to not due to her not fitting
the normative conceptualisation of a victim-survivor of rape. Similarly, Jenny found the
police unwilling to help her due to how she presented. She discussed that during her
experience of DVA, she was arrested for assaulting someone due to being drugged and when
she attempted to inform the police about what was happening to her, they did not listen.
These encounters have resulted in Carolyn and Jenny losing trust in the police and their status
as people to turn to for help with Jenny reflecting that she had viewed the police as being

‘there to help you...and they didn’t really help me at all’.

Despite the increased scrutiny placed upon the police in their handling of cases which
constitute violence against women and girls, Katie discussed feeling as if the police were
disinterested in her case:

‘I just felt like they weren’t taking it seriously like they just felt like that they get this

all the time, it happens all the time, it’s just like the women almost crying wolf.’

Katie felt entirely unsupported by the police, which she connected to there being no physical
evidence of her DVA due to it mostly being emotional abuse. This contrasts with Faye who,
as mentioned, presented to the police with bruising. Furthermore, Katie described the feeling
that the police were disinterested in her case because they hear about DVA all the time with
her stating that to them ‘it’s just like the women almost crying wolf’. Thus, this suggests that
there remains a culture of police not believing victim-survivors. This has been connected to
the male-dominated nature of the police and the influence of a patriarchal environment and
misogynistic views (Carrillo, 2021). Indeed, in recent years the police in the UK have had a
super-complaint raised against them for police perpetrated violence and abuse against women
and girls (Centre for Women'’s Justice, 2020). Instead of treating her with understanding and
compassion, Katie was made to feel like she simply wanted attention. This treatment
trivialises the situation that Katie was in which has been found to make women feel that the
police do not comprehend the significant impact DV A has on their lives (Wolf et al., 2003).
What is particularly harmful about this disbelief is the way the ‘scepticism and suspicion
compound the pre-existing, myriad harms inflicted via domestic abuse itself” (Epstein and
Goodman, 2018, p.402). One participant outlined that the ‘law, court staff can be really rude
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and judgemental if you are already using all strength and energy and then judged and/or
disbelieved [you then] don't want to push and experience soul-crushing devastation again

and again so this will stop you’ from reporting.

The damage from these encounters can be thought of as examples of reporting to the police
‘backfiring’ (Koskela et al., 2016, p.1020). Katie believed that if she had gone to the police
once the Domestic Abuse Act (2021) was in place she would have had a different experience
as her perpetrator ‘would absolutely be arrested because it goes against everything that the
domestic abuse act says’. She believed this due to the emphasis the act places on recognising
coercive and controlling behaviours as DVA. However, coercive control has been an
arrestable offence since 2015 under the Serious Crime Act. Yet, Katie felt that she was not
taken seriously despite her having text messages of him stalking and harassing her. It was
recognised that there remains a need for a widespread shift in police officers’ views of
victim-survivors to prevent them from being judged and making assumptions about their

credibility based on their gender, disability or how they presented at the time of reporting.

6.3 The police as a limited avenue for support

In 2022, Wistrich commented that confidence in the police had drastically decreased,
particularly pointing to their ability to manage crimes such as rape and sexual assault
(Wistrich, 2022). Certainly, women have reported ongoing fears of not being believed, which
prevent them from reporting forms of gender-based violence, such as sexual assault, to the
police (Lorenz et al., 2021). Furthermore, notable examples of institutional sexism and
misogyny have been identified as damaging women’s trust in the police, including the
investigation into the murder of Sarah Everard by a police officer, which revealed a toxic
environment of misogyny and sexism (Wistrich, 2022; Turner, 2024). Despite this, the police
can play a central role in protecting victim-survivors through their ability to de-escalate
violence and to some extent provide longer-term protection through the use of certain powers
provided to them. Whilst DVA is thought to be underreported to the police with it estimated
that less than 24% of DVA is reported (Wolf et al., 2003; Refuge, n.d), the police remain a
central component in many victim-survivors’ support journeys with the police recording
851,062 domestic abuse-related crimes in the year ending March 2024 (ONS, 2024a).

The Ending Violence Against Women and Girls strategy 2016-2020 committed to improving
the police’s ability to protect women and girls by increasing the tools available to the police.

The tools available to the police include pre-charge bail, non-molestation orders, domestic
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violence protection notices (DVPN) and orders (DVPO), and restraining orders. The
Domestic Abuse Act (2021a) introduced domestic abuse protection notices (DAPN) and
domestic abuse protection orders (DAPO) in England and Wales, which replaced the use of
DVPNs and DVPOs from April 2024. However, simply because the police have these powers
does not mean that they understand when to use them and/or are using them to their full
ability. Indeed, the Centre for Women’s Justice (CWJ) (2019) submitted a super-complaint
highlighting that the police were failing to properly use these protective measures to ensure
the safety of victim-survivors.

The failure of the police to fully use the protective measures available to them outlined by the
CWIJ can be seen in the views of several participants who believed the police to be a very
limited avenue for support:

‘The police were supportive in the sense that they came out, and they took all the
information but there wasn't a lot they could do. They just kept saying you need to put
cameras up, you need to catch him out and stuff. And I'm like, well, that's a bit
ridiculous because if I put cameras up he's gonna know that they're up, and he's not

gonna do what you want him to do in order to catch him’ (Jaz)

Jaz found that the police had unrealistic expectations about what she was able to do. The
expectation that the police had for Jaz to catch her perpetrator was not only incorrect but
something which could have been extremely dangerous. It is not the role of the victim-
survivor to prove or investigate their own experience of DVA. Whilst Jaz believes the police
are not ‘the most helpful people ever, because they can't actually do anything apart from take
your statements and log it’ as it was viewed that it was her word against the perpetrators, she
does recognise the importance of informing the police as the statements can be important
should you go through the criminal justice system. What her experience with the police

illustrates is inaction.

The inaction apparent in Jaz’s experience was reflected in the police’s failure to safeguard
Grace. Grace had an interaction with two policewomen, which she viewed in part to be a

positive encounter:

‘I remember the two police ladies turning up and I was explaining to them the
situation and they off the record were like you need to get out of this. They were like
you need to leave this relationship, you need to let him go and don’t keep fighting for
him because you 're either going to get in a really bad mental place or you're going to
get killed... And then after nothing else came from it so nothing was logged nothing

was put on record but that happened quite a few times.’
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As discussed in Chapter Four, Grace’s perpetrator would often phone the police to control her
with him painting himself as a victim. Grace viewed this interaction with the police officers
mostly positively due to the apparent care and concern they had for her and her safety. This
demonstrates the positive impact that feeling listened to and your experience being validated
can have. Whilst Grace may have felt listened to and validated, this was undermined by a
lack of support provided. Despite the police officers expressing the dangers of her staying in
the DVA relationship ‘nothing else came from it’. Grace herself recognised that she had

multiple factors in her life that meant she should have been viewed as a safeguarding priority:

‘I think they could’ve... contact[ed] an outside service to say can you just check on
this person because she may need some extra support, she’s a single mum, she’s got a
three-month-old, she’s had mental health problems, she’s in a DV relationship that
kind of thing. That could’ve helped a lot more than me having to do it myself and go

to Women'’s Aid, like there could have been intervention sooner’

As reflected upon by Grace, she believes that some form of intervention would have been
beneficial in stopping the vicious cycle earlier, including facilitating contact with a specialist
victim service or some form of safeguarding being undertaken. Thus, a significant factor
influencing her view of her interaction with the police is the lack of intervention and follow-
up support. The impact of failing to do so is evident in her upsetting description of ‘it being
one of the worst points of my life. I just remember feeling sick all day, every day’. Indeed, it is
recognised that ‘the reasons why police support for victims is sometimes not good enough are
complex and varied. Sometimes officers are not aware of the powers available to them...And
sometimes, officers don’t take the safety of vulnerable women and girls as seriously as they
should’ (HMICFRS, 2021, p.5). In this circumstance, the police had a variety of powers
which they could have used to take a proactive approach to protecting Grace. For example,
they could have put in place a DVPN/DVPO, which gives short-term protection to a victim-
survivor as it prevents the perpetrator from contacting the victim and from returning to the
residence for up to 28 days (Blackburn and Graca, 2021). Thus, through DVPO/DVPNSs the
police are able to implement protective measures if they believe there is a threat to safety,
without needing to arrest or charge the perpetrator if that is not desired. By doing so, it allows
victim-survivors time away from the perpetrator, providing them time to find longer-term
support or avenues to escape DVA relationships (Blackburn and Graca, 2021). DVPNs and
DVPOs have been found to be most effective in chronic cases like Grace’s, where the police
have been notified of multiple incidents (HMICFRS, 2021).

Whilst Grace experienced the police failing to put in place protective measures Faye
discussed that whilst she had a non-molestation order in place the police failed to arrest her

perpetrator for violating the order:
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‘He does do things, but the police response is very amiss. He’s done things and even
with this order in situ they don't take any notice. They don't arrest him, and it took a
long time for them to do anything which again I find really poor, considering it's got

an arrest attached to it. It's there for a reason.’

In 2021, His Majesty’s Inspectorate of Constabulary, Fire and Rescue Services (HMICFRS)
published its findings from the investigation into the CWI’s super-complaint. One of the
findings included that the police often fail to arrest an individual who violates an order
(HMICFRS, 2021). CWJ (2019) argued that violations are trivialised unless they include
factors such as threats and assault due to a lack of understanding of the dynamics of DVA. As
stated by Bates, L. and Hester (2020), ‘the effectiveness of a protection order relies on the
threat of consequences for breach’ (p.12). By failing to arrest Faye’s perpetrator, the police
convey the message to him that his behaviour can continue, which puts Faye at risk and has a
detrimental impact on her confidence in the police. Additionally, Faye recounted police
officers encouraging her not to continue with her case, telling her that ‘if'it goes to court all
you'll get is a non-molestation order which is the same as what you've got now’. Faye’s
experience reflects a central argument in the CWJ’s (2019) super-complaint that the police
encourage victim-survivors to obtain non-molestation orders instead of continued police
action being taken. In doing so, the police fail to recognise the difficulties involved in
obtaining a non-molestation order, which necessitates accessing lawyers or completing the
application yourself, and may entail facing the perpetrator in court, which can be emotionally
distressing. Thus, it ‘outsources the effort and expense of obtaining protection to the victim’,
making it especially concerning when the police fail to arrest perpetrators who violate the
order (Centre for Women’s Justice, 2019, p.4).

6.3.1 Referral to victim support services

According to Right 4 under the victims’ code (Ministry of Justice, 2020), victim-survivors
have the right to be referred to support services, including the right to contact services
themselves. However, there seemed to be an implementation gap in all the cases that went to
the police. Information about support was not provided to Carolyn by the police, and Grace
discussed that ‘nothing’ came from her encounter with the police. Indeed, Carolyn reflected
that she would have appreciated information about national and local victim support
organisations. She would have liked guidance on where to turn to for support instead of
having to find this out for herself when dealing with the impacts of her experience. In
addition, she stated her desire for ‘someone holding my hand through it all not physically but
as if they were’, supporting her to find appropriate and accessible support and facilitating

access by referring her. In comparison, Jaz had a contrasting experience:
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‘every time I reported the incident to them [police], they did then say, do you want the
number for victim support? And there's another number for lots of different branches
out from them, and they do give you all this information. They do say, do you want
this? I can give you this.’

Jaz found the police to be very forthcoming with the information regarding the support
available to her, but she did not need to use the information provided as she had already
accessed a specialist DVA service.

Providing victim-survivors with information about support services and expecting them to
contact the services themselves is called signposting. Whilst Jaz did not have a negative

experience with this signposting, Katie unfortunately did:

‘Yeah, they did signpost. And again, it’s like they give you a number and get no

answer. I'm phoning the number constantly and getting no answer.’

Katie views signposting as something which ‘offen results in you getting nowhere’, and in her
experience, ‘signposting is like we ’ve done our job get away from me kind of thing.’ Instead
of being signposted, Katie would have benefited from the police referring her to a service
which could have provided the specific support she needed. The difference between

signposting and making a referral can be understood as:

‘Signposting merely provides information about service options and relies on the
victim-survivor’s ability to initiate contact. Referral means a professional contacting
victim support services on a person’s behalf after they have discussed options with the
individual and gained their consent’ (Hollomotz et al., 2023, p.34)

The unhelpful nature of signposting has been described by disabled victim-survivors as a
‘signposting roundabout of nothing” where there is no help at the other end, as well as it
being ineffective when the victim-survivor is unable to take the information in due to being
overwhelmed and/or traumatised (Hollomotz et al., 2023, p.31). Signposting removes the
responsibility of the police to ensure that a victim-survivor who would like support has been

able to access it and places it upon the victim-survivor.

Another participant reflected that signposting is unhelpful since it can delay access to support
due to their experience of services being difficult to get in contact with. They re-affirmed the
importance of the police providing proactive referrals as they said that accessing support
‘takes a long time, [meaning there is] more time to change your mind or think I’'m not
important or the perpetrator can get back in or you change your mind’. This delay also

occurs when the police fail to make the referral to a support service when asked to do so.
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Faye discussed that whilst she had asked to be referred to a support service, this unfortunately

did not happen meaning she had to find and organise it for herself:

‘Which I had to actually sort of get in place because the police never passed my
information across again, which was really poor. So, I sort of had to do the leg work

and get that in place’

By failing to refer Faye, the police added further pressure and stress to an extremely difficult
situation whereby Faye had to manage the trauma from her DVA, manage her MS, contend
with the police investigation, and find suitable support. Instead of being an organisation
which helped Faye, the police added to the difficulties she was experiencing. Additionally, as
Faye expected her information to have been passed on to a support service by the police, she
would have been waiting for the service to reach out to her. Thus, her access to support was
delayed due to this failure. In this instance, the police failed to meet Faye’s rights under the

victims’ code.

Carolyn identified that the police should provide follow-up support where ‘they should ring
you in a week and say “this awful thing has happened to you is there anything else that we
could do? Have you accessed services?”. This was supported by Katie, who believed that
checking in with victim-survivors should be part of the police’s job. By doing so, the police
would demonstrate an interest in the victim-survivor’s well-being and ensure that they are
fulfilling their duty under the victims’ code, which could prevent similar experiences to those
described here. Victim-survivors may feel overwhelmed during their experience with the
police, especially if they have access needs which are not being met, which would make
absorbing information about support difficult. By checking in, the police would be providing
these victim-survivors another chance to be referred to support, ensuring that referrals from
the police are not a one-off opportunity. However, Grace highlighted that if services such as
the police were to contact you, they needed to ensure they gathered information regarding
how best to contact you to make sure this does not result in harm if you are still ina DVA

relationship.

6.4 Building trust and positive perceptions

Through the exploration in the above sections, I have aimed to convey that procedures and
policies must be followed more strictly while prioritising treating victim-survivors with
dignity. Indeed, the failings and barriers outlined above could have been prevented if
‘sensitive, dignified, [and] respectful treatment’ had been prioritised by the police, ensuring

that victim-survivors feel recognised for their worth as individuals (McGlynn and
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Westmarland, 2019, p.190). How victim-survivors perceive the police as a help-giving sector
must be viewed as inextricably connected to their experiences and interactions with the
police, including whether their needs and rights have been met. As described by Stanko
(2022), ‘trust and confidence are not just terms, but are lived experiences, which arise
through police interaction with victims.” (p.9). Certainly, it is noteworthy that what matters to
victim-survivors is not just the outcome of the criminal justice process. Victim-survivors
measure their perceptions of justice against how they are treated, validated and listened to
(McGlynn and Westmarland, 2019). Thus, by treating the participants well, the police could
have helped create the perception that they were supportive of the women, regardless of the
case outcome. For example, this could be seen in Grace’s interaction with the two female
police officers discussed earlier. She viewed this interaction mostly positively due to how the
officers validated what she was experiencing and showed concern for her situation.
Meanwhile, Carolyn viewed her experience of the SARC in a more positive light than her

time with the police because they made her feel cared for, whilst the police broke her trust.

Significant to this discussion is Thibaut and Walker’s (1975) concept of procedural justice
which argued that feelings of justice are formed not only from the outcomes of the case but
also from how people feel they have been treated throughout the process. Procedural justice
‘emphasises the fairness of the process by which decisions are made by authorities as
opposed to distributive justice which is the fairness of the decision outcomes’ (Elliot et al.,
2014, p. 589). Meanwhile, McGlynn and Westmarland (2019) used the term kaleidoscopic
justice to demonstrate the multi-faceted and fluid way victim-survivors of sexual violence
perceive justice, understanding it as a ‘constantly shifting pattern, justice constantly refracted
through new experiences or understandings; an ever-evolving, lived experience.’ (p.180).
Through this, they discussed the importance of victim-survivors feeling that there were
consequences to perpetrators’ actions and that they were treated with dignity, their
experiences recognised and validated, and that the significant harm caused 1s acknowledged,
which may help in addressing the harm inflicted (McGlynn and Westmarland, 2019). These

actions can be from perpetrators, friends, family, and agencies, including the police.

Although Faye described very difficult interactions with the police, she did discuss one
example of excellent practice which should be considered to demonstrate what the police can
and should do to build trust and positive perceptions. As mentioned, Faye has a non-
molestation order in place against her perpetrator, which she took out following reporting him
to the police. While the police had failed to act on several occasions to address the perpetrator

violating the order, Faye discussed one instance where they did. When he started liking her
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posts on social media, she got back in touch with the police, and she ‘got an officer the

second time round who was actually really nice and he got arrested’:

‘I reported it, and then an officer got in touch, and she was really nice, and she got
him in, and then she rang me up, and she was like, “Well, I'm not sure if I'll be able to
speak to the sergeant today, but I'll ring you back as soon as I do.” So, then she rang
me back, probably not more than 20 minutes later to say that they will pass it to the
CPS”’

This interaction helped Faye alter her opinion about the police from being all bad to
recognising that not all police officers will treat her poorly. The facets of this encounter
which made Faye view it in a positive light have been highlighted in work on the importance
of procedural justice to the recovery of victims of crime (Elliott et al., 2014). Specifically,
Faye had her experience acknowledged as wrong, she was listened to, and appropriate action
was taken with consequences for the perpetrator. Faye’s second encounter with the police
was in direct contrast to her earlier experience, whereby her victimisation was questioned,
she received no validation, and the officers were not empathic listeners. These difficult
experiences were also reflected in Carolyn and Katie’s encounter with the police.
Significantly, procedural justice has been connected to feelings of empowerment, closure,
and safety, with it re-enforcing victims’ feelings of dignity and self-worth, which is
especially important in crimes such as DVA, whereby one has been made to feel demeaned
and helpless (Elliott et al., 2014). Whilst this discussion has focused on the treatment of
victim-survivors by the police, it is important to note that fostering justice and treating
victim-survivors with dignity go beyond fairness of procedures and treatment within the
justice system. As noted by McGlynn and Westmarland (2019), ‘It entails a ‘decent’ society

which treats its citizens, and that we treat each other, with dignity, with respect’ (p.191).

6.5 Conclusion

In this chapter, I have explored the participant’s experiences with the police. In the
introduction to the chapter, I highlighted the importance of underpinning this discussion with
a social and systemic entrapment framework which recognises that when services do not
meet the needs of women with MS, it constitutes an extension of entrapment, whereby their
autonomy and agency are denied. By doing so, I aimed to emphasise the significant harm that
can occur when the safety responses available fail, reducing their space for action (Sharp-
Jeffs et al., 2018; Tolmie et al., 2024). Indeed, the chapter demonstrated a variety of problems
within the women’s experiences and interactions with the police. This included the police
failing to take appropriate action to safeguard certain participants, provide proactive referrals,

and the various barriers participants encountered when interacting with the police. By
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drawing attention to the barriers the participants faced, many of which were disabling, it
reinforces the social-relational dimensions of disablism whereby ‘unequal social
relationships. .. manifests itself through exclusionary and oppressive practices- disablism — at
the interpersonal, organisational, cultural and socio-structural levels in particular contexts.’
(Thomas, 1999, p.40).

Through this exploration, it became apparent that the police were failing to properly adhere to
the victims’ code. Certainly, the victims’ code should help to ‘ensure that victims of crime do
not also become victims to the process of the criminal justice system’ (Hollomotz et al.,
forthcoming, n.p). Unfortunately, from the experiences of the participants in this study, the
police did not attain this goal. Indirect psycho-emotional disablism provided a way to explore
this and extend the discussion from the previous chapter to consider the ways disabling
barriers and certain behaviours and institutional practices can also undermine well-being
making one feel like they do not belong. This has the consequence of the police becoming
another component of the ‘landscapes of exclusion’ (Kitchin, 1998), reducing the women’s
belief in the police as people who can help them. The harm of this was emphasised further
through the consideration of different understandings of justice beyond positive outcomes.
Indeed, procedural justice and kaleidoscopic justice highlight that the way victim-survivors
are treated is essential to their understanding of justice. Many of the barriers experienced
could have been avoided if the women were treated with dignity, including being listened to,
communicated with, believed, and their worth as a person affirmed through behaviour and
actions. This is reflected in how the women would like to be treated and supported, with the

improvements viewed as needed directly mirroring their negative experiences.
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Chapter 7 Turning to specialist victim services for support

7.1 Introduction

In the previous chapter, I drew attention to the problematic nature of the various barriers the
women faced when encountering the police, including physical barriers affecting their ability
to access the police station and the behaviours and procedures that prevented participants
from receiving the support they required. Most of the encounters described were negative in
nature and damaged the women’s belief and trust in the police. Hollomotz et al.
(forthcoming) evidenced that many disabled women who report violence by an intimate
partner to the police expect the police to refer them to a publicly funded service, yet this
expectation was not met in many cases. In this study, no respondents who reported to the
police were referred to a victim support service, and instead, some received signposting.
Despite this, five women did access support from specialist victim services, most of whom
did so of their own accord, whilst one (Grace) accessed one form of support by being referred

by a healthcare professional.

A victim support service provides a variety of specialised support from staff trained to
understand the complexities of crimes such as DVA, which aims to ensure the safety and
well-being of victim-survivors. For example, this can include providing refuge, organising a
safety plan, advocacy work, counselling/therapy, financial advice, and housing support
(Women’s Aid, 2024) Thus, unlike support from other sectors, such as the NHS, specialist
victim services can provide complete holistic support within one service in the community
based in specialised knowledge of what victim-survivors have gone through and what support
they may need. These services tend to be funded by a variety of funders. Specialist rape
services receive funding from the Ministry of Justice, while most specialist DVA services
receive statutory funding from local authorities or police and crime commissioners, as well as
grants from nationwide charities such as the national lottery (Domestic Abuse Commissioner,
2022).

Thus, in this chapter, I will explore the participants’ experiences of accessing and using
specialist victim services. The specialist victim services accessed included specialist domestic
abuse services, specialist rape services, and a women’s centre, which provides specialised
counselling, therapy, and advocacy for women experiencing gender-based violence. Through
this exploration, I share the women’s experiences of gaining access to services and the
difficulties some encountered. Additionally, I consider the participants’ views of the support

they accessed within these services, specifically focusing on Independent Domestic/Sexual
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Violence Advocates (IDVAs/ISVAs), counselling, and group workshops. In exploring the
participants’ experiences of specialist victim services, I aim to continue to establish the
significance outlined in the previous chapter of underpinning the women’s experiences with a
social and systemic entrapment framework. Throughout the chapter, I highlight any changes

in practice that the participants suggested for this help-giving sector.

7.2 Journeys to access

Specialist victim services provide a variety of essential support. However, disabled women
have reported difficulties accessing this form of support due to various reasons, including
physical inaccessibility and a lack of knowledge about disabled women’s experiences of
DVA (Thiara et al., 2011; Shah et al., 2016). Thus, it is important to consider women with
MS’s journeys to access. Two women, Grace and Katie, discussed the importance of friends
to their ability to access a specialist victim service. For Katie, her friend provided her with the
number of a local victim service which provided IDV As, enabling her to access this support.
Meanwhile, Grace recounted that she found the process of accessing a specialist victim
service ‘really easy’ as she jjust rang a number, spoke to them and then somebody contacted
me back’. What was important in helping Grace feel confident and comfortable calling the
service was that she had a friend who not only told her about the service but had used it and

found it beneficial:

‘I think I got to the point where I thought: “Well, she’s gone through something
similar”, so I don’t feel as crazy. I don'’t feel like I’'m making it up because you do get
a lot of time of: “Am I experiencing what I'm experiencing or am I making it up? Am
1 being sensitive? ” or stuff like that. I think for me, because she’d done it, I was like:
“Okay, I can do it as well.” So I think it helped that I had someone in my life. If it

wasn'’t for her, I don’t think [ would ve rung them.’

Through this reflection, Grace demonstrates the thoughts which can prevent victim-survivors
from reaching out for support, including being made to ‘feel crazy’ due to the tactics of
perpetrators. In this case, having a friend who had experienced similar DVA and had
accessed support helped Grace to recognise that she was experiencing DVA and that she
deserved help. What is apparent is that receiving information about a victim support service
from a trustworthy source, in this case, a friend, meant that Grace believed that she would be
able to access the service, and the service could help her in a meaningful way in a setting free
from judgement, reducing fears of being let down.
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Following her time with the police, Carolyn went on to access a specialist rape service that
she had been signposted to by the SARC. She discussed that whilst this service was ‘very
accessible compared to the police’, she still experienced issues accessing the service. For
example, Carolyn recounted the difficulties she had with navigating the phone system used

by the service:

‘trying to get through on the telephone and then it’s an answer phone and then to
leave your number but you don’t want to leave your number if someone’s just raped
you. You don’t want people to know who you ve never spoken to you before what'’s
happened, and then they’d ring back but I remember [ was, I think [ was in
Sainsbury’s or something like that and they came on “Oh it’s [local specialist rape
service] here you rang and left a message” and I was like “I can’t talk, I can’t talk”. 1

had a massive panic attack in Sainsbury’s’

While leaving your number on the answering machine may be a useful way for the specialist
service to ensure everyone is eventually contacted, it proved mentally tough for Carolyn. This
was then compounded by feeling surprised when the specialist service phoned her when she
was out in public, resulting in her having what she described as a ‘massive panic attack’ due
to her not expecting the call and the distressing topic it surrounded. She expressed that what
should be done instead is for the service to have someone answer the phone and for them to
provide a time slot for when they will call you so that you can ensure you are in a safe space
where you can talk about what has happened and what support you need. Alternatively,
Carolyn would have liked the option to do the initial contact via email. While Grace
described not having any problems with a similar system of phoning a service and receiving a
callback, she benefited from having a friend who had used the service and had a positive
experience. Additionally, Grace highlighted that whether this is something which works for

you depends on certain factors:

‘It depends on what kind of situation you are in and how strong you feel to be able to
talk to someone or ring the number and say to them: “I need help and I'm going
through this”’.

Indeed, a factor which may have made using the helpline system more difficult for Carolyn
was her distressing experience with the police or her very recent experience of rape, which
contrasts with Grace, who had been experiencing DVA for several years, which perhaps had
provided her with more time to be prepared to talk about her situation on a callback.
Undoubtedly, the context of when and where the callback occurred is significant to

perceptions of this system.
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Although Katie initially had a positive experience accessing a specialist victim service, her
attempts to seek help for the post-separation DV A she is currently facing have proven to be
more challenging. As mentioned in Chapter Four, Katie’s perpetrator was using their child
and court proceedings to abuse her from prison. This has led to her feeling that ‘He’s still
finding a way to get to me and control my life even from prison so for me I don’t feel like it’s
ended yet’. The DV A service that she had used previously told Katie that they were unable to
offer support because she was deemed low-risk as her perpetrator is in prison. However,
Katie requires legal support since her perpetrator is taking her through the family court
system. Instead, she was told to seek support from Citizens Advice, which is not a victim

support service:

‘1 just feel like everyone always says Citizens Advice and you can’t get through. You
can’t get through on the phone, the email box is full, obviously I can’t stand in the
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queue to visit them so it’s like: “You suck.

She discussed that when she tried to phone the helpline, she was on the ‘phone all day. My
daughter has come back from school, so I have to hang up.’ Even when she has tried to
access the service in other ways, such as via chat, they have told her to call them, with the
service never answering the phone. As Katie states in the above quote, she cannot stand in a
queue in person due to mobility impairment, meaning the service has been entirely
inaccessible, leaving her without the help she needs. She expressed that she would prefer to
have the support of the IDVA she had previously accessed, whose role will be discussed in
more detail in the following section. Katie recounted her belief that her IDVA ‘would have
supported me absolutely if she could’, but she believes that the ‘protocols in place stopped
her’, such as the risk assessment deeming her low-risk and funding constraints resulting in
reduced capacity. In England, there is a significant emphasis on risk-focused practice, which
has resulted in support being ‘rationed on the basis of this notion of risk’, with some services
being funded solely to provide support to those deemed ‘high risk’ (Bowstead, 2021, p.3).
For example, the fundamental specialist support from IDV As is often only available to those
assessed as ‘high risk’. Within the current system, Katie found there to be no room to listen to
the actual needs she was expressing. She pointed to a failure to recognise the additional
barriers she may face when being told to find other avenues of support. Indeed, it could be
argued that had a needs assessment identified her as a disabled woman, Katie should have
been considered as high priority. As stated by Bowstead (2021, p.19), ‘whilst women
themselves know the range of issues they are coping with, any professional they encounter

will only see a fraction of what is going on’.

Katie’s experience of being unable to access legal support or advice for family court reflects

other victim-survivors who participated in the Domestic Abuse Commissioner’s (2022)
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research, which found that only 32% of victim-survivors who wanted legal support or advice
for family court were able to access it. According to Women’s Aid (2024), specialist DVA
services and services providing support more broadly for violence against women and girls
(VAWG) in England have been experiencing a funding crisis for over a decade, which has
led to women in need being turned away. Aldridge (2013) outlined that fiscal retrenchment
and the impact this has on funding for DV A services constructs a barrier to victim-survivors’
agency. In particular, Katie’s experience demonstrates how detrimental this can be for
disabled women who face additional barriers which can prevent them from taking control of
their support journey. This is compounded by the funding crisis experienced by ‘by and for’
organisations which provide fundamental specialised support for disabled victim-survivors,
meaning that there remains a lack of such services throughout England and Wales despite

evidence demonstrating the crucial role they play (Domestic Abuse Commissioner, 2022).

A further barrier to accessing support from specialist victim services included long waiting
times experienced by Jenny and Carolyn. As discussed above, Carolyn had a difficult
experience with the phone system used by a specialist rape service, and once she was able to

speak to a member of staff to organise support, she was informed there was a waitlist:

‘They said it was going to be a bit of a waiting list and I asked how long and the said
it would be a few weeks. Five months before I got any help, five months before I got
any counselling from them because of such long waiting lists. Or you could always
ring our helpline if you need to. And again you ring the helpline and it’s an answer
phone so you don’t ring the helpline because you re not going to get the help and
even if you do get the help it’s like just having to go over everything again what'’s
happened and they say “do ring back if you need anything”, yes I bloody need
something I need help.’

As mentioned earlier, specialist victim services are under significant financial pressure,
resulting in a reduced capacity. In 2022, the Domestic Abuse Commissioner reported that
over a quarter of specialist DVA services were forced to reduce or stop certain services, with
this trend continuing as found by the Women’s Aid (2024) annual audit (Domestic Abuse
Commissioner, 2022). Furthermore, specialist DVA services have outlined that the
complexity of cases has increased due to factors including the cost of living and housing
crisis, resulting in longer case lengths and fewer victim-survivors supported (Women’s Aid,
2024). This has meant that victim-survivors are waiting far too long to access the specialist
support they need, especially those who are in crisis. Evidently, this is something which
specialist services have very little control over. However, whilst it may be difficult to
estimate when spaces would become available in the service, there is a significant difference

between a few weeks and five months. Carolyn again highlights in the above quote the
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problems she faced with the helpline, describing a cycle of not receiving the tangible help she
needed promptly and the difficulty of recounting what had happened to her to a stranger,
especially when ‘your brain isn’t working right, and they say that about MS brain fog don’t

they and when you 're feeling at your lowest, your most vulnerable’.

Reflective of Katie’s experience described earlier, Carolyn reported that she encountered a
lack of consideration for disabled women who face additional consequences of DVA and
barriers to accessing support. Indeed, Carolyn tried to explain the additional difficulties she

was experiencing:

‘I told them things like about being disabled and how hard it was for me to get out,
even more than that, and they didn’t click on that, it didn’t mean anything at all to
them. Which, you know, someone’s been raped, but it’s harder somehow. No, it’s not

harder. It’s an added thing to have to deal with as well.’

During the five months whilst she waited to access counselling, Carolyn described feeling
extremely isolated in her experience, which made her distressed. She discussed that ‘everyone
kept saying: “You're not on your own in this,” but I was more on my own than I'd ever been
in my whole life, that’s what I felt.” Certainly, long wait times and being left with no
alternative support are problems which can be faced by all victim-survivors. However, people
with MS, and disabled people in general, are at an increased risk of social isolation which can
leave them without informal support (Macdonald, S.J. et al., 2018; Freeman et al., 2020). In
the quote, it can be seen Carolyn grappling to explain this, describing MS and being disabled
as ‘an added thing to have to deal with’. Carolyn would have benefited from the service
listening to the difficulties she was highlighting and suggesting or referring her to alternative
forms of support which could meet her needs whilst waiting for counselling. For example,
this could have included recommending she speak to her healthcare professional in the
interim or recommending groups and workshops to allow her to build connections with other
victim-survivors. Indeed, Hollomotz et al. (2023) highlighted the positive impact of one
participant attending a creative support group whilst waiting for counselling. Although
Carolyn eventually accessed counselling from the specialist service, her counsellor quickly
went on sick leave for three months with no alternative support offered in the interim.
Fortunately, Carolyn has now received her counselling sessions, but she reflected that she

wished they had asked her at the beginning how they could best support her.

Jenny also reflected on the difficulty of accessing counselling. She mentioned that she just
wanted counselling’ but had encountered a significant ‘amount of grief’. Jenny noted that her

options for support felt limited, as she did not wish to attend a service that only provided
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women’s groups and instead sought counselling related to trauma. She believed that DVA
services, especially women’s groups, overly focus on partners as abusers, which she did not
fully relate to, as she had also experienced DVA from family in the past. Similarly, Anne
discussed that she did not think that specialist DVA services were ‘something that was for me
because I don’t have children. So, being a single person I feel like that’s more geared
towards people that have those things...or if you're homeless’. This perhaps suggests an issue
with how specialist DVA services are understood and general knowledge of what support
they can provide, which is vast and varied. Indeed, Thiara et al. (2011) highlighted that a lack
of knowledge about the support provided by specialist victim services was a significant
barrier to disabled women accessing this support. This became problematic for Jenny, as she
described struggling to find any services in her area that offered this support. Eventually, she
found a women’s centre which seemed to suit her needs as it specialised in counselling for
female victim-survivors of trauma, including DVA, who are on a low-income but she has
been ‘waiting for the past 8 months to go on the waiting list, and then they 've had to close the
possibility of going on the waiting list’ due to the demand for the service. Jenny expressed
feeling that she did not have high hopes for accessing the service as even if you can join the
waitlist, you are still likely to have to wait a long time until you receive the counselling.
Thus, Jenny has felt forced to save up to pay for counselling since she also had limited
success accessing counselling via the NHS. She recognises that this is not something
everyone can do, with her believing that she is ‘lucky because I'm on PIP and not a lot of
people are on PIP’. However, it is difficult to objectively view Jenny as lucky as she has
been forced to undertake a financial burden as someone who has limited financial means, as

those on PIP often are.

While the above experiences focused on participants’ experiences of making first-time
contact with specialist victim services and accessing their support, Carolyn also discussed the
accessibility barrier she faced once she started receiving in-person counselling:

‘I mean it’s in [area near city] and there’s no parking outside so that’s hard. I don’t
want to get a taxi because I know I’ll be in tears on the way home and I just need the
safe space of my car or be in tears on the way there as well. So, I park and then I have

to walk there.’

Carolyn can experience difficulties walking and uses a walking stick. As seen in the above
quote, she did not feel comfortable using public transport due to the upsetting nature of the
conversations she would have at the specialist rape service. This meant that she needed to
drive to her appointments. Additionally, for her ‘trying to find a place, parking etc can be
really hard especially when stressed and upset, which can add to making things harder’. The

added element of having to do a significant amount of walking adds to the emotionally
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exhausting nature of her appointments. Whilst Carolyn was still able to access the service,
failing to have accessible parking could prevent other women with MS with poorer mobility

from being able to use the service.

Although Carolyn overall felt positively about the specialist rape service this element of
inaccessibility needs to be placed in the context of the physical barriers she experienced from
the police with it adding to the pre-existing feelings of her needs not being considered or
prioritised. To combat this difficulty, Carolyn suggested that a mix of online and in-person
support should be offered with time flexibility to recognise the difficulties women with MS
can face. This was supported by other participants who identified that sometimes they might
struggle with their MS, and providing support online would allow them to receive the support
without having to leave their homes. Thus, services should be communicating with victim-
survivors to gain an understanding of what would make access easier. An example of this can
be seen in Faye’s experience, who felt that the specialist DV A service she used had ‘been
really good and understanding to be fair and sort of tailored things for my needs where
needed’, including finding options of support groups which are closer to where she lives to

ensure they are accessible for her.

7.3 The essential support from Independent Domestic/Sexual Violence

Advocates

Independent domestic violence advocates (IDVAs) and independent sexual violence
advocates (ISVAs) are experts who support victim-survivors through the criminal justice
system and help them navigate the support which is available (Ministry of Justice, 2024).
IDVAs and ISVAs mainly support those deemed at high risk of harm, providing support to
make them safer, such as helping to organise a non-molestation order or alternative
accommodation, as well as advocating for their needs to statutory organisations such as the
council and police (Bates, E.A. and Douglas, 2020) The importance of IDVAs and ISVAs has
been continuously reinforced, with them being found to improve safety and well-being
outcomes and to reduce the likelihood of victim-survivors from withdrawing from the
criminal justice system (Ministry of Justice, 2024). Unfortunately, not everyone is able to
access the specialist support an IDVA/ISVA provides due to the limited number of qualified
IDVA/ISVAs and the requirements of being considered high risk, as experienced by Katie.
Of the participants in this research, five had accessed support from an IDVA or ISVA,
depending on the services they used. One participant, Grace, was supported by an ISVA for a

rape she experienced outside of her DVA relationship. Thus, whilst her experience of an
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ISVA was not for her DVA experience, her reflections still provide important information on

the benefits of having this support.

When discussing her experience of DVA, Jaz reflected on how difficult it was for her to
recognise her perpetrator’s behaviour as abusive. This was due to the forms of DVA she
experienced, which were insidious in nature and revolved around her MS. For Jaz, her IDVA

played an essential role in her understanding that what she had experienced was DVA:

‘And it is only because of them that I kind of understood what domestic violence was.
It was only after speaking to them. And you know, when 1'd kind of bring up scenarios
that I thought were silly in my head. I thought they were silly, and then, when I said it,
she was just like: “Jaz, that's abuse.” And I'm thinking: “Is it? Is it? ”’ But then they

make it very clear that it is.’

Through this, Jaz’s IDVA affirms her experience, assisting her in identifying scenarios and
behaviours that she recognised as troubling yet had not previously labelled as abuse. Jaz
conveyed how beneficial this was for her, particularly as her DVA had adversely impacted
her belief in her perception of reality, stating, ‘I kind of doubt myself quite a bit...I just think
it's because of the domestic violence that I have suffered... that I always doubt whether I'm
right or wrong’. Rather than struggling with these thoughts, Jaz was able to maintain open
lines of communication with her IDVA through WhatsApp and phone calls, which ‘really
helps just to be able to bounce off someone’ with specialist knowledge. Katie also reflected
that she felt her IDVA was ‘always available’ to support her and provide validation of her
experience, while Faye felt that it was excellent that ‘at the beginning, when things were
absolutely terrible, like she was ringing me every few days to see how I was’. Consequently,
Jaz’s IDV A supported her in regaining confidence in herself and her perceptions of
interactions, reflecting the notion that accessing an IDVA can lead to improvements in self-

esteem and well-being (Taylor-Dunn and Erol, 2021).

The support provided by Jaz’s IDV A proved so beneficial that she mentioned she did not

think accessing counselling was necessary for her situation:

‘When I had my calls with her first, it started off, [ was having it every week and then
it kind of went from week to 2 weeks to about 3 weeks as we went on after the initial
week I had my call with her. It was as if [ was having counselling over the phone,
anyway, because I was talking to her and telling her everything. But the good part
about it was, it wasn't a one-way counselling session. She would then come back. She
wouldn’t be able to tell me what to do, because that's down to me but she would be

able to give me advice.’
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In the above quote, it becomes clear that what Jaz valued about this form of support was the
opportunity to discuss her experiences and receive practical help and advice, rather than
going through a ‘one-way counselling session’ that might not produce the same results.
Significantly, Jaz relayed that her IDVA did not tell her what to do but provided her with
advice based on her specialist knowledge. By doing so, Jaz’s IDVA respected her autonomy
and ability to make the best choices for herself. This aligns with the statutory guidance from
the Ministry of Justice (2025), which outlines an IDVA’s role as empowering victim-
survivors by helping them make informed decisions and enhance their independence. When
reflecting on the discussion within Chapter Five, which illustrated the cumulative impact of
psycho-emotional disablism and DVA in undermining self-confidence, this aspect of an

IDVA's role could prove extremely beneficial to women with MS.

A key aspect of an IDVA/ISVA’s role involves supporting victim-survivors throughout the
criminal justice system and collaborating with statutory organisations, such as the police. The
criminal justice system is complex and difficult to navigate as it has many moving parts,
which makes having an IDVA/ISVA invaluable to advocate for victim-survivors and explain

to them all that is going on. Indeed, this was evidenced by Grace:

‘my ISVA was fantastic in her knowledge that anything that [ wanted to know even
stuff on the courts anything that I needed to know she had that knowledge because
that’s the sector that she works in so and even if she didn’t know she’d be like “I’ll be
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right back to you and let you know

This reflects Jaz’s view above regarding the benefits of an IDVA/ISVA’s specialist
knowledge; although victim-survivors understand their support needs best when given
options, they lack training in navigating complex systems such as the criminal justice system
and the police. Grace and Katie described the significance of the emotional and moral support
that their IDVA/ISV As provided them during the court process. A central component of this
for Grace was that it meant she felt supported without having to have her family involved or
attend court, which would have resulted in her being concerned about what they would hear.
For Faye, her IDV A helped her communicate with the police, with whom she had significant

difficulty, while also providing her with someone to listen to her and offer advice.

Meanwhile, Carolyn had access to an ISVA after her initial experience of reporting. As
discussed in the previous chapter, Carolyn was not informed of the outcome of her case, so
her ISVA contacted the police to gather this information. Her ISVA also advocated for
Carolyn when she discovered that the police had recorded that she had not cooperated.

Unfortunately, this was something which Carolyn was still fighting against at the time of the
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interview, but she no longer had the support of her ISVA. She would have liked the continued
support. Significantly, Carolyn described feeling like she needed earlier help ‘o make you
feel safe and what to go and where to go, and they’ll call up the service if you can’t get
through that sort of thing’, which would act as someone ‘holding your hand a little bit
through it'. This form of support would have been provided by an ISVA/IDV A had Carolyn
been able to access one earlier, which could have been facilitated by the police informing
Carolyn of the support provided by an ISVA and completing a referral. Indeed, Hollomotz et
al. (2023) identified that the timing of access to ISVAs was of central importance, and delays
were connected to a failure to follow the victims’ code, a failure which is apparent among the

participants’ experiences described in the previous chapter.

In addition to the reassuring presence of IDVA/ISVAs in the court setting, Katie and Jaz
discussed the help that their IDV As gave by attending solicitor meetings. Katie recounted that
her IDVA ‘accompanied me to some solicitor’s offices to get a non-molestation order and to
get legal aid’, providing support through that process. Jaz provided further details on the
benefits of having an IDVA in this situation:

‘a couple of times when I went to the solicitor she was present, and it was really good
having her, because with MS, a lot of people suffer with memory issues and the people
that go through domestic violence is as if even with myself sometimes I think, oh, did
this actually happen...And luckily because I was going through everything with this
lady, she was also making notes of everything that had happened, so that if I ever went
into a solicitor's meeting, and I had forgotten to write something down, she would
immediately say: “Oh, Jaz, this is something else that happened, oh, Jaz, this is
something else that we need to take into account”, and that would be so helpful,

because those little minute details make a massive difference when you are in court’

Jaz’s IDVA proved to be essential during these meetings, relieving the pressure on Jaz to
remember everything. Indeed, while making notes and being fully cognisant of Jaz’s
experience may be a normal role that an IDV A undertakes, it is especially important for a
woman with MS who may experience brain fog, cognition impairment, or fatigue, which
makes it more difficult to concentrate. These facets of MS could make it problematic for
women with MS to be able to engage fully or get the most out of this process and important
meanings with solicitors without this external support. In this case, Jaz’s IDVA was aware of
her MS and how it can affect her, so undoubtedly tailored her support to Jaz’s needs. Thus,
Jaz’s IDVA provided her with what Robinson, S. et al. (2021) term acceptable access to this
form of support as the IDVA understood the challenges that Jaz could face and provided the

additional support required without removing Jaz’s autonomy or voice.
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7.4 Group workshops and counselling

Out of the five women who had accessed a specialist victim service, two received counselling
from that service. This included Carolyn, who received counselling from a specialist rape
service, and Grace, who accessed counselling from a women’s centre. While Carolyn had a
difficult start to her time with her counsellor, as they went on sick leave for three months just

as Carolyn had begun her sessions, she had only positive things to say about her experience:

‘Counselling, and she’s been she’s brilliant. Dedicated to rape but also bringing
other things in from your life, so started off with the rape things and then so you know
how I've said about how I didn’t feel good about myself...And so then we’d start
looking into why that may be in my life. And it was the way I was brought up with my
mum being so poorly and being a young carer and the MS and how [ was treated as a

child and stuff...And she’s going to sort me, no, she’s going to help me sort myself.’

Significantly, Carolyn’s counsellor recognised the importance of providing support which
attends to both her experience of rape and the additional life factors that may impact or slow
healing. Some disabled victim-survivors have reported experiences whereby they felt
counsellors overly focused on how they feel about their impairment instead of the sexual
violence they had experienced (Hollomotz et al., 2023). However, for Carolyn, it appears her
counsellor managed to find a balance which allowed her to work through all the factors
which were negatively affecting her self-esteem and self-worth, including her views of her
MS, treating her as a whole person. This is fundamental since Carolyn had connected this to
her being more accepting of the problematic behaviour in her relationship. A fundamental

outcome of the counselling sessions for Carolyn was that they made her feel less alone.

Whilst Grace was accessing counselling to help with various traumatic incidents, she
commented upon her appreciation for her counsellor who allowed her to choose what she
wanted to discuss in each session, echoing Carolyn’s experience. This removed the pressure

of always having to discuss her DVA or rape:

‘she kind of goes with what I want to talk about, but if I'm going too much off on
something or bringing something into it which isn’t to do with it, she’ll bring me back
down to earth and say let’s focus on this for now or focus on that. She is amazing in
the way that she works with me.’
Through this, Grace was able to speak to someone about the various issues she is
experiencing in her life without feeling guilty. In Chapter Five, I highlighted Grace’s feelings
of wariness surrounding friendships due to not wanting to be perceived as only ever
‘moaning’ about her children or her MS, which has led to her withdrawing from her social

circle. Thus, the continued counselling provides her with the opportunity to not only discuss
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aspects of life she chooses not to with friends and family but also receive help to work
through her thoughts and change her way of thinking. By allowing Grace freedom to choose
what is discussed, her counsellor respects Grace’s autonomy and recognises the inter-
connected nature and impact of the difficulties she faces. Further, Grace also appreciated that
the service provided her with counselling which was not limited to a certain number of
sessions. This meant that she did not ‘have a dead end where that’s it youre not going to
have any help.’ This contrasts with Carolyn, who, during the interview, outlined that she was
allowed 24 sessions, which she believed to be plenty. However, on the Padlet, she stated that
she would appreciate forms of support which are not time-limited, as although her
counselling was excellent, ‘things can suddenly come back and hit you’, which is difficult

when you no longer have the support of a counsellor.

Grace was the only participant to describe accessing a group workshop from a specialist
DVA service. She recounted that the group sessions ‘helped me not to feel crazy’ as they

connected her with other women experiencing DVA:

‘I think the group sessions helped me to have more of an understanding of what’s
happening and why well not why it was happening because you never know why
someone’s like that or why they want to be like that but it helped me to be a bit more
in tune to it...And then I think I feel like it was just a safe space for me to go to and
not feel judged.’

The group workshops provided Grace with the tools to be able to understand and identify
what she was experiencing in her relationship. Being with other victim-survivors removed
her fear of being judged for still being in the relationship since the other victim-survivors
were all at different stages of their DV A experience and healing journey. Meeting victim-
survivors at different stages can be beneficial as it can foster the sentiment that ‘if they can
get through it, so can I’ (Tutty et al., 2017, p.42). Whilst informal support from friends and
family can be essential, Grace reflected that they would not have understood the dynamics of
her DVA relationship and instead would have asked her, “why are you wasting your time?
Why are you bothering?” which places blame on her for not taking action to leave. Instead,
group workshops allowed Grace to meet other victim-survivors with similar experiences of
DVA, helping her recognise that she was not ‘crazy’, understand the tactics used by
perpetrators and their motivations, and accurately place blame on her perpetrator. Through
these forms of workshops, victim-survivors are made to feel less isolated and are provided
with the information to help them break the cycle of abuse, feel empowered, and hopefully
prevent re-victimisation (Morgan, 2007; Tutty et al., 2017). Significantly, access to peer
support has been suggested to be especially beneficial for those who struggle with depression

and self-esteem, like Grace, as well as helping to reduce stress (Letourneau et al., 2024).
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Grace viewed her experience with these workshops so positively that she has signed up to

volunteer at the group sessions.

Group workshops were identified by Jenny and Anne as something which they would have
liked or would like access to currently. Anne discussed that workshops revolving around how
to leave an abuser, followed by how to heal from the experience, would have been something
she would have attended. Certainly, these workshops do exist but, as discussed earlier, Anne
did not think DV A specialist services were an option for her at the time of her DVA
experience, and no professional suggested them to her. Meanwhile, Jenny expressed a desire
for group workshops which focus on ‘productive things which move you forward rather than
keep you in the past’, including sessions on building healthy boundaries and confidence ‘so
youve got a practical toolkit to survive in your new life.’ Jenny’s view echoes one
component of good support identified by Parmar et al. (2004) where support should
‘Encourage a woman to acquire new life skills, by supporting the woman and encouraging
her to invest her emotional energies into her new life’ (p.6). This directly reflects the focus of
the group sessions Grace described, including ‘working on loving yourself and having
confidence’ and ‘build[ing] us back up as people’. A key factor which made group
workshops appealing for Jenny was the fact that it would be ‘something to look forward to’ in
her week which involved interacting with others, reinforcing the significance of groups to
building social connections for those who may be more isolated. Jenny identified that she did
not want to attend MS groups to help with confidence since she did not like to overly focus
on her MS. Thus, workshops from specialist victim services may be a good option, although
she was unsure of women’s groups. However, at the time of her interview, Jenny discussed

that she had not been able to find any groups in her local area which met what she wanted.

The support received by the participants from specialist victim services, including access to
IDVAs and ISV As, counselling, and group workshops, played a fundamental role in making
the women feel cared for and ensuring they were not alone in either their experiences of DVA
or the healing process afterwards. While the importance of this is clear, it can be further
emphasised by the participants in McGlynn and Westmarland’s (2019) research, who
highlighted that access to support, especially following interactions with the criminal justice
system, was central to how they understood justice for sexual violence. Indeed, this can be

thought of as connectedness as justice:

“This is justice beyond individual interactions or perpetrator consequences. It is about
society’s material expression of empathy, support and dignity, with the aim of
enabling a victim-survivor to regain a sense of belonging and connection with society

and feel a sense of justice.” (McGlynn and Westmarland, 2019, p.194)
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Through this, victim-survivors can be made to feel like valued members of society, whereby
the harms of their experiences are recognised, and the practical and material support provided
allows them to feel a sense of belonging and connectedness. For example, this can be seen in
the participants’ experiences of their IDVAs and ISVAs, whereby they felt listened to,
validated, and cared for, with practical support being given to help them in the complex
criminal justice system. Access to this material and practical support is thought of as
providing the avenue through which ‘other interests such as dignity and voice can be realised’
(McGlynn and Westmarland, 2019, p.195). Failing to foster belonging and connectedness
through societal support further establishes victim-survivors’ feelings that the traumatic
nature of their experiences has not been recognised, and their voices not listened to
(McGlynn and Westmarland, 2019).

7.5 Conclusion

This chapter considered the experiences of accessing and using support provided by specialist
victim services. By doing so, it was demonstrated that the main problem participants faced
with specialist services was accessing them. Indeed, some found the helpline systems used
inaccessible, the long waiting times difficult to manage, and one participant recounted she
was unable to access the support she needed due to the requirements surrounding risk,
highlighting a lack of understanding of the additional barriers she may face. It must be
recognised that some of these difficulties are out of the hands of the services and are instead
connected to the difficult funding landscape many are facing, as well as failures of the police
to carry out proactive referrals. However, the participants highlighted certain ways practice
could be improved to meet their needs. For example, providing a variety of options to contact
them which are clearly highlighted, suggesting other options of accessible support or
professionals who can help when waiting, and providing options of online and in-person
support which is flexible. Similarly to the police, the participants highlighted the need to be

communicated with and asked what support they needed.

The support which was accessed, namely IDVAs and ISV As, counselling and group
workshops, proved to be excellent sources of practical and emotional support. Indeed, the
research agrees with Hollomotz et al. (2023), who view advocates to be well-placed to
support disabled victim-survivors due to the requirement of them tailoring their support to
individual needs. Thus, IDVAs and ISVAs ‘are part of the solution when they are allocated at
the right time and have the time and resources to offer long-term support that is responsive to
the victim-survivor’s support needs’ (Hollomotz et al., 2023, p.49). Further, group workshops
and counselling were understood as essential to combating loneliness, making the women

feel cared for, and helping them work through a variety of difficulties. Indeed, workshops
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which provide practical help, such as the steps to leave an abuser and support to rebuild
confidence and learn about healthy barriers within relationships, were identified as being a
type of support which would be helpful. To continue the exploration of the women’s help-
seeking, the following chapter will consider the women’s interactions with healthcare

professionals (HCPs).
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Chapter 8 Interactions with Healthcare Professionals

8.1 Introduction

In the previous chapters, I discussed the experiences of the participants who encountered the
police and specialist victim services during their help-seeking journey. Through this
discussion, I highlighted the multitude of ways that the police failed the women when they
turned to the police for help, such as not taking action, failing to meet their needs, and leaving
the women with a sense of not being believed. These failures were found to have a
detrimental impact on the participants’ confidence in the police as an organisation which can
help them. However, I also showcased instances where police behaviour and action made the
women feel understood and listened to. This demonstrated that even during encounters that
appeared rather negative, small instances of good practice can be found, providing the
building blocks for improving practice overall. Meanwhile, it was shown that women with
MS who accessed specialist victim services, and particularly IDV As, felt more supported due
to the specialist knowledge these services have, and the types of support offered. To develop
a complete depiction of the women’s experiences with services and sectors that provide
support for DV A, this chapter will aim to explore their interactions with healthcare

professionals (HCPs), including MS nurses, general practitioners (GPs), and neurologists.

In the UK, the central role that HCPs can play in supporting the fight against DV A has been
recognised in recent years, with healthcare being part of the collaborative multi-agency
approach to supporting victim-survivors. This recognition arises from the increased
likelihood of victim-survivors attending healthcare settings due to physical injuries, mental
health impacts, and certain risk periods such as pregnancy (Dheensa et al., 2020; Dowrick et
al., 2021). Whilst disability is not synonymous with health issues, certain impairments and
conditions, such as MS, do increase the frequency with which one is in contact with HCPs.
For women with MS, the HCPs they are most often in contact with are GPs, MS nurses, and
neurologists. Due to the fluctuating nature of MS and the variation in the severity of
symptoms, the frequency of contact with HCPs can vary between people, but many people
with MS will have an appointment with their neurologist at least once a year, and they may
have more frequent contact with their MS nurse who they should have appointments with
every six months (MS Trust, 2020). Thus, these HCPs could potentially be an important

avenue for support for those patients who may be victim-survivors of DVA.

Through the exploration of the participants’ interaction with HCPs, this chapter seeks to

consider the actions and responses of HCPs to suspected DVA. In doing so, I share
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participants’ reflections on how they perceived these interactions, and the support provided,
highlighting what they deemed beneficial and detrimental to their support journey in terms of
aiding their well-being, health, and support for the ongoing effects of DVA. Not all
interactions discussed constitute the participants actively seeking help from HCPs, but all the
interactions did provide HCPs with the opportunity to support the participants. The chapter
concludes by demonstrating what role, if any, women with MS believe HCPs involved in

their care should play in providing support for DVA and its impacts.

8.2 Meaningful contacts from primary care

Most women in DV A relationships who turn to the healthcare sector for support relating to
DVA seek help from their GPs (Macdonald, M., 2021). Indeed, GPs are regarded as
especially well-placed to discuss DVA due to their approach to healthcare, which is often
more comprehensive and centred on building long-term relationships with patients (Dowrick
et al., 2021). GPs view the care they provide as being more holistic with a focus on medical,
social, and psychological aspects of patients’ lives, whereby they recognise the widespread
impacts of DVA (Dowrick et al., 2021). In this study, all the participants discussed telling at
least one HCP about their DVA, six of whom discussed their DV A in some form with their
GP. What was prominent in several of these experiences was the GPs’ ability to make the
women feel validated and listened to, as well as using forms of communication which suited

them to reduce barriers to accessing help.

This included Carolyn, who went to her GP for support whilst waiting to access a specialist
rape counselling service. When discussing her experience with her GP Carolyn described the

encounter as ‘fantastic’ due to how she was treated:

‘To start with, she believed me, believed what I'd gone through, believed that it was
affecting me. Didn’t just say you 've got five minutes and then shove me out
(laughs)...She found what help I was getting. She looked up what help I could get. She
said, “I’d like to see you in three days’ time, would that be alright with you?” and
then it was like a week, would that be alright with you? Carried on following me up

until I was smiling.’

As discussed in the Chapter Six, Carolyn had an especially difficult experience with the
police, including them failing to create an environment where she felt supported and
believed. This made this interaction with her GP significantly more important to ensuring
Carolyn’s wellbeing. In the quote above, Carolyn describes her GP as believing what had

happened to her but also believing that her experience of sexual violence was negatively
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impacting her. Research has demonstrated issues of HCPs misconstruing the effects of DVA
as simply the symptoms of health conditions with the focus remaining on treating illness
rather than identifying DV A, leaving women feeling helpless and silenced (Mackenzie et al.,
2019). This has resulted in some women being diagnosed with personality disorders or
mental health conditions and being provided medication as opposed to DVA being
recognised, and support provided. In particular, disabled women have found professionals to
view anything wrong or any symptoms as being connected to their impairment rather than
abuse (Cramer et al., 2004). This emphasises how positive an interaction Carolyn had with
her GP. However, it is important to note that Carolyn chose to disclose her DVA to her GP
which reduced the likelihood of her GP viewing the difficulties she was facing as simply

connected to her MS.

What is apparent in Carolyn’s interaction with her GP is the kindness and care with which
she was treated. This was done through small acts of care, which provided Carolyn with the
emotional support she required at that moment. This was particularly significant for Carolyn,
who expressed that whilst waiting for support from a specialist rape service, she felt entirely
isolated and unsupported. These acts of care included her GP not rushing her, which allowed
her to feel comfortable expressing the difficulties she was experiencing, ensuring that she felt
listened to. Due to the constraints in the NHS, appointments with HCPs tend to be very time-
limited. This has led to women feeling that they were wasting HCPs’ time if they were to
discuss DVA with them (McGarry and Hinsliff-Smith, 2021). Carolyn had the opposite
experience, which was made more positive by the continuity of care that her GP provided her
through regular check-ins to ensure her well-being. Similarly, Grace discussed the benefits of

having had continuity of care over the past five years:

‘my doctor is really good with my mental health and if I'm struggling having check
ins and stuff like that. I suppose it’s good for them to be able to keep an eye on me
and if I am struggling, I’'ve got that person there who'’s still in the background and 1

can make it known if I'm struggling.’

Thus, for Grace, what is important for her is that she knows she has someone to turn to who
understands the difficulties she faces. In this way, what is significant for both Grace and
Carolyn is not only the continuity of care they received but the continuity of carer. Indeed,
Tarzia et al. (2020) discussed the benefits of having this continuity of carer instead of simply
the ability to access the same service, as it allows you to build a trusting relationship with that
professional who comprehends your situation and circumstances. Without this continuity of
carer, victim-survivors have reported frustration at seeing different HCPs who are unaware of
the details of their DV A experiences, leading to them questioning the usefulness of HCPs

asking about DVA and their subsequent disclosure (Spangaro et al., 2020). For women with
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MS, this is also pertinent to their MS nurses and neurologists, with whom they tend to
maintain this continuity, highlighting the potential for these professionals to be a significant

source of support.

HCPs are viewed as having a ‘unique window of opportunity’ (Pathfinder, 2020, p.95) to
support victim-survivors as many choose not to disclose to the police but are likely to attend a
healthcare setting. Anne did not access the police, nor did she access a specialist DVA

service because she felt they were ‘nof for her’. The only service Anne turned to for help was

her GP due to the impact the DVA was having on her health and mental well-being.

‘When it got really bad, my GP. They referred me to she wasn't a full-blown
psychologist... She was a mental health care nurse. I don't really know what her title
was, but she's the one who I saw a couple of times, and I found her really helpful, and
she gave me some coping mechanisms and also basically, it was just nice to hear:
“It's not your fault, and you don't have to be ashamed”. Well, she said “It's his fault.
He's a creep, and your MS is nothing to be ashamed about, nor is the abuse, so it

)

happens to a lot of people.

Anne’s experience with her GP and the subsequent support she received from the mental
health specialist highlights several examples of good practice. Firstly, Anne’s GP listened to
her about what was distressing her and determined what help they could provide, which in
this instance was a direct referral to a mental health specialist. Secondly, the mental health
specialist Anne accessed validated her experience and placed the blame on her perpetrator.
Indeed, naming what Anne had experienced as abuse and identifying that the perpetrator is
solely at fault can be ‘a powerful antidote to the isolation and messages of self-blame’ that
victim-survivors experience, reassuring them that what they had experienced was not
acceptable (Laing et al., 2013, p.48). This self-blame becomes even more complex for
disabled women and women with MS who have additional factors which they may blame for
the DVA. As discussed in Chapter Four, this can include the women blaming the effect of
their impairments, dependency on their perpetrator, and their inability to understand what was
happening sooner due to the forms of DV A used.

Mackenzie et al. (2019) demonstrated the overwhelmingly negative consequences when an
HCP re-affirms any self-blame that a victim-survivor is internalising. In their study, one
participant discussed the negative reaction she received from her GP when she disclosed that
she was still living with her abusive partner, stating ‘Y ou certainly don’t go back to the
doctor once you’ve been told “I’ll never understand women like you.” (Mackenzie et al.,

2019, p. 1168). These kinds of statements not only ignore the ways that abuse can manifest
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but also remove HCPs as a potential avenue of support. These experiences reaffirm the
importance of Anne and Carolyn’s HCP’s compassion, understanding, and validation. This
includes Anne’s mental health specialist emphasising to her that DV A is not something she
alone has experienced but is a much wider societal issue to encourage her not to blame
herself. In this way, the HCP is encouraging Anne not to think that she needs to ‘fix’ herself,
but instead, a wider societal shift is required, which moves beyond any medicalisation or
individualisation of DVA. Further, the mental health specialist demonstrated an excellent
understanding of Anne’s DV A experience and the impact it can have. For example, the
specialist recognised that having MS can be a source of shame, and so can experiencing
DVA, with these feelings of shame being amplified when your MS is used to emotionally

abuse you, such as through invalidation of your condition, as experienced by Anne.

As demonstrated in the above examples, HCPs prioritising listening and validating the
women’s experiences were considered especially helpful. For Faye and Katie, another
component of their interaction with their GP that made them view it so positively was the
form of communication used by the GP. For example, Faye discussed that she had found her
GP surgery to be ‘really good’ because the surgery allowed her to use a form of
communication that suited her needs best:

‘My GP I've actually found really good in times when I have been struggling and [ 've
found it hard to ring up the GP and say how I feel and what's going on for me.
Theyve enabled me to email and get a consult with the GP that way, if it's been
around DV rather than having to ring up and wait in a queue and then explain what's

going on to a stranger that I don't know’,
Similarly, Jaz reflected on how easy it was to gain access to her GP due to their system:

‘It was good again. 1 did it online. And then she rang me and stuff, and the doctor was

immediate in getting back to me’

Faye and Jaz demonstrate the positive impact of the immediacy with which they gained
access to their GP, as it suggested that the GPs recognised the importance of reacting
promptly due to the seriousness of DVA. Furthermore, Faye’s reflection highlights the
difficulties that victim-survivors may encounter when attempting to discuss such a sensitive
matter with members of staff they do not know and how this can hinder their ability to open
up. Indeed, she demonstrated the possible problematic nature of having to disclose to various
people numerous times whenever reaching out to her GP surgery for help. Instead, by
facilitating Faye to organise appointments with GPs she knows and trusts via email, her GP

surgery has removed this barrier. As a result, this reduced the stress Faye felt around phoning
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the GP surgery and having to disclose possibly to a new person whenever she required help,

reinforcing the discussion earlier regarding the importance of having a continuity of carer.

Furthermore, Katie recounted how positively she viewed it when her GP recently asked her if
she was experiencing DVA. Due to her GP asking her, Katie informed the GP that whilst she
was not currently experiencing DVA, she had experienced DVA in the past. This is a form of
direct communication which Katie appreciated, especially because it demonstrated that her
GP had an understanding of the strong ‘connection between your health and being abused’.
Katie’s experience demonstrates the positive impact which can arise from HCPs asking about
DVA. Indeed, it resulted in Katie disclosing her previous DVA to her GP, which can now
help to inform her care and has made her aware that her GP can be someone to turn to for
support, which she had not done during her DVA experience. In contrast, Katie discussed that
she has not talked to her MS consultant about her DVA and how it impacts her because they
have never asked. This adds to the evidence base that suggests that asking about DVA can be
fundamental to encouraging disclosure (Taket et al., 2003; Feder et al., 2011). Significantly,
Katie was only one of two participants who discussed having been asked if they were
experiencing DVA by an HCP. As research demonstrates, failing to ask about DVA can
result in missed opportunities to identify and refer victim-survivors to specialist support
services (Feder et al., 20006).

8.3 Actions taken and support provided by MS nurses

In the section above, I considered the positive aspects of the women’s interactions with their
GPs. In doing so, I emphasised that a key aspect of making the interactions meaningful was
the participants' perception that the HCPs truly listened to them, influenced by how they were
treated and spoken to. To develop this further, this section will discuss the actions taken and
support provided by MS nurses who are located within secondary care in the NHS. This
means that unlike GPs, who tend to be the first point of contact for individuals’ healthcare
needs, MS nurses are based in specialist care, with whom one may be in contact less
frequently. Due to most participants having been recruited via the MS nurses and MS
specialist team, the majority of the women (6) made it clear that they had disclosed their
DVA to them, providing the MS nurses and MS specialist team with the opportunity to
support them.

Often the discussion surrounding the support that HCPs can provide revolves around them

identifying DV A and signposting/referring victim-survivors to specialist health and victim
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support services. However, two participants discussed other forms of support and action
taken by their MS nurses that were fundamental to ensuring their well-being and aiding their
support journey. Faye discussed the complicated situation she found herself trapped in, with

both her and her perpetrator using the same MS team and service:

I let the MS Team know because I didn't want to be in a situation where I was in the
same place as him. One for my own sanity, [ wouldn’t be able to deal with it if [ was
in the same space as him...So, I spoke to the nurse and explained my situation to

them, and they were really helpful in documenting that I didn't want that to happen.’

Faye’s perpetrator had been physically abusive and, as discussed earlier in the thesis, the
most dangerous time for a victim-survivor of DV A is when they are attempting to and/or
have left the relationship as the abuse tends to escalate. Her fear of the scenario of her
perpetrator being in the clinic at the same time as her is apparent from her belief she would
‘freak out’ if she saw him. Further, the healthcare setting should be one free from danger and
violence as it is a setting which should cultivate feelings of safety due to the potentially
stressful nature of appointments. Indeed, Faye reflected that since the MS nurses listened to
her needs and her perpetrator has never been in the clinic setting at the same time as her, she
now has feelings of ‘comfort that when I'm in that clinic setting, he’s not going to come into
the same space. I don't have to deal with something that I can’t. I don't have to be put on
under that stress.” Appointments to discuss the management of MS can be difficult and are
time-limited. Thus, by ensuring that Faye's perpetrator would not be present, the MS nurses
ensured that she could access her appointments without added stress and distress, allowing

her to focus on what she required from her time in the clinic.

In certain instances, the women discussed not needing their MS team to help them access
specialist victim services as they had already done so. Instead, they turned to their MS team
for other forms of support. For example, whilst going through child custody proceedings, Jaz

recounted that her perpetrator was making false accusations about her capabilities:

‘First of all, he said I couldn’t work, but now he's saying I can work. Another time, he
was saying that I couldn't look after my son because of my disability. So, I was able to
speak to the MS Nurses, and although they couldn’t put something specifically for
that, they were able to say, “Actually, Jaz’s got relapsing-remitting MS and she does
do a lot of work, zoom calls and stuff for [charity organisation], and we're fully
aware that she's able to, there's nothing wrong with her. She can look after her

i N1

children if she needs to, and she can do these things if she needs to.

The accusations that Jaz’s perpetrator was making are very harmful. In particular, the

suggestion that she is unable to look after her children is especially damaging and rooted in
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ableist notions of appropriate motherhood. As mentioned in Chapter Four, these notions in
the context of DVA can result in disabled women having their children removed from them
and the victim-survivors being blamed for placing children at risk instead of receiving the
required support (Nixon, 2009; Shah et al., 2016). Thus, the role that the MS nurses played
here must be considered significant to ensuring that his claims were proven unfounded and
untrue. This demonstrates an important role that HCPs can play in supporting disabled
victims of DVA. However, it must be noted if this role were to be undertaken by HCPs, they
would need to be subscribed to a social model of disability to ensure that the focus was on
providing support to overcome social barriers and disablist views as opposed to the medical
model of disability which would continue the perpetuation of disablist narratives surrounding

the capabilities of disabled people due to the prominent focus on impairment.

8.4 HCPs failure to act

In the previous sections, I explored the aspects of the women’s interactions with HCPs that
they viewed positively. This included their MS nurses ensuring a safe environment for them
at the clinic and aiding in the rejection of disabling narratives, as well as GPs making the
women feel validated, fostering a sense of connection. A further important aspect which
impacted how participants perceived interactions with HCPs was whether they acted and
provided the types of support that participants wanted. This is intrinsically connected to the
discussion above, as at the centre of being able to act and provide support is HCPs being
perceived as listening to victim-survivors and openly communicating with them about what
support and help they can provide. Indeed, this is reflective of Laing et al.’s (2013) view of

the role of social workers in supporting victim-survivors of DVA:

‘Social workers, who believe women when they disclose abuse, offer support,
advocate for them...and link them into the supports and resources within the multi-
agency approach to domestic violence, can play a vital role in shaping a positive

experience of help-seeking.’ (p.48)

This demonstrates the need for those involved in supporting victim-survivors to understand
that it is a multi-faceted process. Doing only one of these facets can still leave victim-
survivors feeling unsupported and disillusioned with the professionals they attempted to seek
help from and the system they were located in. This could have even greater repercussions for
those involved in women with MS’s healthcare, such as damaging the relationship, which
could make communication more difficult or result in the women withdrawing from the

health service entirely.
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Whilst the above experiences demonstrated participants expressing positive views of the
support they received, this did not mean that the entirety of their encounters with HCPs were
viewed similarly. Instead, several participants reported a lack of desired action and frustration
at HCPs not knowing how to properly support them. For example, Jenny discussed having
been in many different health services, including psychologists and community mental
health, but had never been informed, offered, or referred to specialist victim services despite
asking. Comparatively, Grace reflected upon feeling like she ‘just had to muddle on through’
after telling her MS team about her DVA experiences:

‘even with my MS team they know about it and they 've never offered any kind of
support in regards to the DV side of it. It’s just kind of like just get on with it. They ve
never understood even though they say stress is one of the biggest triggers for a flare-
up there was no “oh this is happening to you or this has happened to you...what can
we do to help manage your stress levels because it’s inevitably going to have an effect

on your MS.”’

Similarly, Katie described telling her MS nurse about the problems she was facing with her

reflecting that her nurse did not offer ‘any support to help reduce the stress’:

‘So my MS nurse does know. I have disclosed this to her, but I feel like she’s just
putting the onus back on me like “stress makes it worse”. I know that, but I can’t stop

him from causing that stress, can [?’

In both instances, the MS nurses failed to acknowledge and validate the difficulties of the
DVA that Grace and Katie had experienced. Interestingly, Grace and Katie expressed a desire
for support from their MS nurses to help manage the impact that their DVA experiences were
having on their MS, with both women emphasising the continued stress they were under.
Both women were no longer in DVA relationships when they spoke to their MS nurses, but
were experiencing forms of post-separation abuse revolving around their children, which was
continuing to negatively impact their lives. Research has suggested that disabled women
experience HCPs focusing solely on treating impairment instead of recognising the symptoms
of DVA and referring them to specialist support (Cramer et al., 2004). In contrast, Grace and
Katie identified that they needed greater medical support in managing their stress and
lifestyle factors to limit the impact on their MS. This could also have involved their MS
nurses referring them to specialist counselling or adult social services, as both women
discussed a desire for support in their daily lives and with their children. This observation
highlights the need for MS nurses to recognise the multiple needs of women with MS

experiencing DV A with them requiring both a medical and social response.
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Both women expressed feeling that the MS nurses were uninterested in providing support
with Katie describing her MS nurse’s response as ‘off-hand’ and jjust blunt’ when she
phoned them ‘in fears’. Katie’s and Grace’s experiences highlight the importance of HCPs
having built a good relationship with their patient. For example, Katie recounted that she did
not have a positive opinion of her MS nurse due to an interaction whereby her MS nurse was
unhelpful when Katie expressed the difficulties of getting to the hospital because of the
limited blue badge parking. As a result of feeling dismissed over this more mundane issue,
Katie expressed not wanting to speak to her MS nurse and a deterioration in their
relationship. Additionally, Grace discussed feeling that she did not receive as much support
as she would like to manage her MS from her MS nurse, as she perceived her concerns to be
dismissed. The established poorer relationship may have impacted how they perceived this
interaction with their MS nurses. Furthermore, Katie’s experience demonstrates the
complexity of providing care via a phone call, which can create a barrier for HCPs to express
compassion or empathy due to the lack of face-to-face contact. Whilst Grace and Katie
believed their MS nurses to be uninterested in supporting them, it is plausible that they
simply did not know how to help. Indeed, it has been found that if HCPs are unsure about
how to help victim-survivors, including how to help them access specialist support, they are
less likely to ask about DV A or choose instead not to get involved (Dowrick et al., 2021).
Grace and Katie’s experiences highlight the complexity inherent in the interactions with
HCPs being perceived as supportive. Moreover, their experiences suggest a need for HCPs,
and MS nurses in particular, to have clearer pathways of support which recognise the variety

of forms of support needed based on the specific situations of each individual.

8.4.1 Support and referral pathways

Unlike the experiences described above, whereby no signposting, referrals, or support were
provided, Faye reflected that on many occasions when attending the accident and emergency
(A&E) department, she had been offered signposting:

‘I think at times when I’'ve been to A&E and they’ve asked if you want signposting but
then a lot of the time you don't necessarily find it happens...I know on a couple of
occasions they 've asked if [ wanted referring on to DV services and I was like, yeah,
please, can you do that? Similarly with police to be honest, and they said they're

going to pass you on to victim support and that doesn't happen, you never get a phone

call’

It is positive that Faye was screened for DVA in the A&E setting and that the staff
acknowledged that there was a need for support. Indeed, Aguillard et al. (2022) discussed that
several of the disabled women in their study attended A&E due to experiences of physical
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and sexual violence but did not receive any information or offers to refer them to support
services, emphasising the positive aspect of Faye’s experience. However, her experience
highlights a significant problem with the current referral and support pathway used with her
case becoming lost. Unsurprisingly, victim-survivors appreciate when a referral from an HCP
quickly results in contact with a specialist service (Malpass et al., 2014). Faye’s experience
represents the detrimental impact of poor referral pathways with her waiting to receive a
phone call which never came delaying her accessing support. Thus, although Faye’s DVA
was recognised and support offered, she still ended up in the same situation as the
participants in Aguillard et al.’s (2022) study, whereby they had to find and organise support
themselves. This is in direct contrast to the guidance outlined by the UK National Institute for
Health and Care Excellence (2016) which states that NHS staff should be able to provide
referrals to specialist support to ensure they provide help beyond the immediate intervention,
noting the need for local referral pathways to facilitate this. Certainly, Faye’s experience
reflects the literature, which has found that whilst DVA victims who attend healthcare
settings such as hospitals are at the greatest risk of harm, hospitals tend to have either poor or
no referral pathways, and very few referrals are made to specialist victim services in the
community (Halliwell et al., 2019; Tarzia et al., 2020).

The need for stronger pathways for support and referrals was further highlighted by Grace,
Carolyn, and Jenny’s experiences with their GPs. Whilst Carolyn described the positive
impact her GP made by being an empathetic listener, she reflected that her GP was ‘at a loss,
she didn’t know what to do because she knew I was waiting for so long, and she could see |
was in tears when I went to her.’ She discussed that her GP knew about the significant length
of time she had been waiting for access to a specialist victim service but was unaware of how
she could have improved the situation beyond providing anti-depressants which she did not
want to do. Indeed, Carolyn reflected that the support from her GP was overall ‘very
minimal’:

‘She had me back in regularly and she was kind when she was doing it and she

obviously believed me, but what can she do in ten minutes. And again you re not on

your own with all this, but I felt on my own with everything’.

Carolyn’s GP was eager to help but did not know how to, with Carolyn’s experience
demonstrating the problems associated with only providing one facet of support. Indeed,
Spangaro et al. (2020) found that when participants felt that HCPs demonstrated care when
asking about DVA and following disclosure but did not provide subsequent support the
disclosure experience was viewed negatively. Jenny’s experience with her GPs to some

extent reflects Carolyn’s, as Jenny discussed that her GPs were excellent at supporting her
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health but were unaware of all aspects of their role. This resulted in her having to tell them

that referring her to counselling was ‘in their remit and that they should do it’.

This contrasts with Grace’s GP, who did not show the same level of compassion as Jenny’s
or Carolyn’s. Instead, Grace discussed her GP having ‘failed on multiple occasions with my
mental health’, recounting that she had attempted suicide several times because of the
cumulative impact of many traumatic incidents, including DVA. Grace’s GP failed to
acknowledge Grace’s poor mental health as a healthcare concern. Beyond this, the GP failed
to provide actionable support for her, which may have been attached to a failure to recognise
the signs that there were life factors negatively impacting her mental health, such as her
experience of DVA, demonstrating the problems that can occur when HCPs do not have a
level of professional curiosity about patients’ lives. It was not until her sister ‘wrote a very
strong-worded letter to the doctors’ that they ‘stepped their game up’ with Grace now having

a doctor who she can speak to more regularly about her mental health.

When discussing if her GP could have provided more support, Grace reflected that she

believed they ‘could have done more’:

‘I can’t recall them ever suggesting anything like Women’s Aid or anything I think it
was just the usual have you got the crisis numbers which is great. Love that. Every
time I'm like yeah I've got the crisis number saved to my phone, has been for the last
10 years, never used it. So I think they probably could have done more again in the
sense of an outside person like getting a DV support worker or specialist or saying do
you want to be referred to if there was something like a women’s centre... rather than
just me saying this is happening...and them being like “Okay do you want some
tablets or do you want a phone number to ring the crisis team when you get low?”
type of thing.’
As a result, Grace highlighted that she had to refer herself to a specialist DVA service. What
1s apparent in Grace’s experience is that her GP either did not know how to support her or did
not believe it to be a part of their remit. Indeed, instead of proactively supporting Grace by
referring her to specialist victim services and ensuring she had managed to access support
within the service, her GP continued to suggest she use the crisis number or prescribe anti-
depressants, which fails to recognise that whilst Grace may benefit from medication a social
intervention is also required to provide her with specialist support to manage her current
situation and work through her DV A experience. Grace reflected that the crisis number had

never been a real option for her:
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‘When you're in that frame of mind you 're not ringing anyone like you don’t want to
ring anyone, you just want to be gone and I know a lot of people well me, me
personally I do know a lot of people do use those services but me personally like I'm
not the kind of person that when I'm in a state of mind that [’'m going to ring someone

and speak to them and cry over the phone to them.’

By failing to check that the crisis number was something that Grace would access the GP left
her unsupported during times when she most needed help, with her GP failing to safeguard
her physical safety and mental wellbeing. Grace’s experience with her GP demonstrates the
problems that can arise when GPs are not properly trained to identify victim survivors or how
to support them. This can be extremely damaging to the lives of victim-survivors with MS,
whose DVA can adversely affect their chronic health condition and mental well-being,
resulting in a vicious cycle in which they remain trapped without support that acknowledges
the complex interplay of factors involved. Indeed, research in healthcare settings has
demonstrated that a ‘lack of referral pathways is a major barrier to providing effective
support, and the importance of patients receiving information about DV A services at the time
of disclosure’ (Trevillion et al., 2012; Malpass et al., 2014, p.157).

8.5 The role of HCPs

Throughout this chapter, I have attempted to reflect and explore how the participants
perceived their interactions with HCPs and the support provided, highlighting what they
deemed beneficial and detrimental to their support journey in terms of aiding their well-
being, health, and support for the ongoing effects of DVA. Whilst this information is
fundamental to improving practice, it is necessary to understand what forms of help and
support, if any, women with MS would like to receive from HCPs to garner a complete
picture of the role HCPs can play. To develop this further, I will also discuss the factors that
participants identified as facilitating or preventing them from viewing HCPs as an avenue of
support and suggest actions that could encourage help-seeking based upon the factors

identified by the participants.

All the participants expressed that they believed certain HCPs, including GPs, MS nurses,
and consultants, could play a role of some form in supporting women with MS experiencing
DVA. For example, Katie highlighted that because of the regular contact she has with HCPs,
she believes them to be well-placed to identify abuse. She emphasised that ‘the connection is
so important because they can offer the correct help’ for women with MS struggling with
DVA and its impacts. Meanwhile, Anne recounted her belief that HCPs involved in MS care

are ‘sometimes the only ones who might be able to help you’. This was connected to her view
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that appointments, such as physical examinations, present HCPs with the opportunity to
notice signs of physical abuse and act. Two participants, Jaz and Jenny, did express doubts
about the capacity of MS nurses to provide support for DVA in addition to MS due to
believing them to be ‘understaffed’ and not having enough time. However, Jaz did discuss
that she thought they would provide support should she require it, whilst Jenny highlighted
ways of supporting victim-survivors which could be implemented in MS care settings without

adding to the workload of the nurses.

The type of relationship HCPs form with people with MS was identified as a factor in
participants’ views that they can help. When discussing what it was about the healthcare

setting which put Faye at ease, she said:

‘I guess it comes down to trust. [ mean, especially my GP and stuff like I've been there
a number of years, so I've built up a bit of a relationship with a couple of the GPs....
So you build up these relationships, don't you with certain members ... I'm in and out
of hospital quite a lot in various wards for different things and again you build up
that relationship with some of the staff’

Similarly, Anne reflected that the type of medical care you receive for MS, such as the annual

physical examination, meant that you build trust with the HCPs involved:

I feel like it's just because it's such a clinical environment, and they see you laid bare
anyways because you go in there and you take off your clothes and that kind of fun
stuff. So you're in an already vulnerable position with them, but you trust them not to
be mean, or take advantage, or judgmental, or anything like that. So yeah, why

wouldn't they be able to? You just think, why wouldn't they be able to help me?’

Building a trusting relationship which is based on empathy, kindness, and respect is central to
facilitating discussion about sensitive and distressing topics like DVA (Tarzia et al., 2020).
For Faye, these relationships form over time, with repeated positive experiences creating the
positive association she has with the healthcare setting. Meanwhile, Anne demonstrated the
significance of being respected when she was placed in vulnerable situations. Since she has
not had an upsetting experience when going for treatment, it has built trust in the professional
status of HCPs, resulting in her belief that there is no reason why HCPs should not be able to
provide the help she may require. This reinforces the importance of HCPs forming and

maintaining positive relationships with the participants to allow trust to be created.

8.5.1 Holistic care and support
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When exploring the role that HCPs can play in supporting women with MS, it became
apparent from the participants’ views that they wanted holistic support which understands
them as whole people with a variety of needs, including ones related to DVA but also their
MS. As described by Katie, ‘a person is a whole person, and you can’t just think that their
health is just in a box.’ Indeed, as described earlier in the thesis, several women connected
their experiences of DVA to a worsening in their MS, demonstrating what Katie described
when stating that ‘Everything affects everything, and you can’t separate them.’ Holistic
support involves ‘care that considers the physical, emotional, social, economic, and spiritual
needs of the person’ to promote well-being and a high quality of life (Ventegodt et al., 2016,
p-1935). For some participants, this comprises of HCPs having a greater interest in their lives
and recognising the interconnected and cyclical nature of the impacts of DVA, symptoms of
MS, and social factors, including disablism, isolation, and employment, on their health and
well-being. Certainly, examples of this approach to healthcare can be seen within cancer care,
with tools such as Macmillan Cancer Support’s holistic needs assessment concerns checklist
being used to aid in the creation of personalised care planning (Dheensa et al., 2025). This
reflects the UK’s NHS move towards prioritising personalised care in recognition of ‘what

matters to someone is not just what’s the matter with someone’ (NHS, 2019, p.24).

For example, Grace discussed extensively the difficulties she experienced with looking after
her children and her upsetting feelings regarding being unemployed, demonstrating how hard
it can be to cope with everything in life, manage her MS, and continue to attempt to find the
time to heal from her DVA experience. Meanwhile, Katie highlighted that overall ‘more help
is needed’, including greater help for her day-to-day life, stating that she needed support from
‘an actual person to help carry the load or talk to’ which should be ‘offered automatically’.
While this is not entirely in the remit of HCPs, the participants here are highlighting the need
to look beyond their MS as an indicator of health and well-being, considering their lives as a
whole. At the centre of this are patients and HCPs having conversations about their concerns.
Certainly, the NHS (2019) outlined the significance of creating ‘genuine partnerships’
between HCPs and patients, ensuring that patients are engaged in decisions about their health
and wellbeing (p.24). The Macmillan holistic needs assessment is an excellent example of
fostering this holistic and person-centred approach. It allows patients to identify their
concerns, including physical, emotional, and family and relationship concerns, aiding HCPs
to begin conversations about needs, create a personalised care and support plan, and share the
right information when it is needed (Macmillan Cancer Support, n.d). One further way that
HCPs could provide support for these aspects of life would be by improving their knowledge
surrounding the support that is available and creating stronger connections with services such

as adult social care. Jaz received support from adult social care, which resulted in her being
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able to organise a personal assistant, but she recounted that she ‘didn't even know 100% that

they (adult social care) existed and what they did.’

The importance of taking a holistic approach to supporting women with MS was discussed

further by Carolyn:

‘everyone is there for their own little thing their niches and you can understand
completely that they won’t necessarily think of how that connects with other things
but I think we need to do more about it to make it more joined up, more holistic. And
things like depression and stuff like the MS can cause depression and other things can
cause depression... and you never really get asked about that unless you go to a

depression person. And you're not really pointed in the right direction’

In this reflection, Carolyn identifies the issues associated with a fragmented and disconnected
approach to health. The difficulties for victim-survivors in accessing help in this fragmented
approach are clearly displayed in her describing it as ‘climbing up that wall to get that help’,
depicting it as an uphill battle which she identified as especially difficult when you feel
‘Vulnerable’ and are ‘trying to find your way through’. Taking a holistic approach to
supporting women with MS would emphasise that if one aspect of life or health is
suboptimal, this negatively affects other areas. In the context of DVA and MS, this would
recognise the overlap between DVA and MS symptoms, such as fatigue, anxiety and
cognition problems, as it would encourage HCPs to look beyond MS and consider a variety
of life factors for any sudden changes or worsening of symptoms, or the presentation of
unusual symptoms. This would involve HCPs knowing their patients well so that they can

identify this. Thus, a certain level of professional curiosity is required.

A key component of holistic care in healthcare is a range of disciplines taking a coordinated
approach to supporting patients (Ventegodt et al., 2016). Above I described the need for
greater information and connections with adult social care. In addition to this, several
participants identified that HCPs needed to establish stronger connections with mental health
and counselling services and facilitate access. For example, Katie believes ‘counselling
should be offered as a standard’, Carolyn highlighted the need for ‘better links with mental
health services’, and Jenny discussed wanting counselling. Anne outlined her belief that
victim-survivors ‘need a lifetime of support’, specifically highlighting the need for support

for mental health:

‘I think that the ongoing mental care is definitely probably the major part of how you
deal with your MS and how people see you, and how you kind of forgive yourself, or
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recognise that it’s not your fault that you have MS and also the domestic abuse is not

your fault either’

This form of support is thought to be essential in aiding in the self-realisation described by
Anne, helping to remove them from a vicious cycle of self-blame. Certainly, Aldridge (2013)
discussed the significance of these moments of self-realisation within supportive
environments to fostering victim-survivors’ agency and being ‘critical first steps in their
recovery from the effects’ of DVA (p.7). Indeed, Grace emphasised numerous times

throughout her interview the importance of counselling and therapy:

‘I think therapy is not going to take MS away, it cannot... But I think it’s especially
important when people have got other things going on in their lives. ['ve got my past
traumas so it helps to work through that side of things as well... But I just think MS in
general the mental health side of it is very under-looked. Like the physical side of it is

horrendous as it is but the mental side of it is what gets me the most’

In Chapter Five, the upsetting views that Grace has of herself as a woman with MS were
demonstrated, highlighting the problematic nature of disablist views becoming internalised.
When discussing the significance of therapy, Grace reiterated her distress at her future
looking different to how she had expected it, relaying ‘how much I’ve lost myself. I've had to
grieve and even grieve my future’. Other women reported the challenges they encountered
with their self-esteem. It is important to reiterate that prejudicial views of disability create
discourses of loss and being less than non-disabled people, which are attached to disabled
people being understood as deviating from the ‘norm’ of healthiness and able-bodiedness
within society. However, the symptoms of MS and certain features of the condition, such as
its fluctuating and progressive nature and the unknown path it can take, do make it a
condition which can be difficult to accept and cope with. As discussed by Wendell (1996),
removing disabling barriers or disabling ways of thinking does not remove the impacts that
chronic illnesses can have. This is reflected upon by Grace when she discussed that even if
other aspects of life are going well, MS can still have an extremely negative mental effect,
describing MS as a ‘mental battle’. Thus, therapy is viewed as essential to working through
feelings regarding MS and the effects of DV A, which can work together to negatively impact
self-esteem and life satisfaction. As mentioned in the previous chapter, certain participants
managed to access counselling via specialist victim services. However, not all victim-
survivors will access a specialist victim service for a variety of reasons, but most victim-
survivors with MS will likely have contact with an HCP, meaning they may be a more

accessible route into this support.

While significant emphasis was placed on therapy and counselling, certain participants also

identified the need for greater support for managing their MS. For example, Katie discussed
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wanting more contact with her MS nurses and neurologist alongside therapy being offered as
a standard intervention. Further, Grace discussed her view that she required more support to

improve her understanding of how best to live to aid in her managing her MS:

I feel like if an MS patient has the knowledge of how to put the right things into their
body that will help them long term dealing with the symptoms of MS. The difference it
could make to someone suffering DV could be phenomenal. If you re fuelling your
body with the ‘right’ things it could help with the DV in the sense of overall energy
and symptoms etc... if you have the physical energy it could definitely help mental

health wise.’

Although Grace recognised that she could search online for this information, gaining it from
her HCPs would make her feel more confident. Grace felt that when diagnosed with MS, ‘you
don’t get told how to live with MS when it’s bad... you're kind of just sent out into the world
and you’'ve got to make all these mistakes to kind of learn from them’ with this sentiment
reflected in the literature (Edwards et al., 2008). Instead, she relayed that having a greater
understanding of how to live as a woman with MS and what lifestyle choices she should and
should not make would be beneficial. She connects this to both improving people’s ability to
cope and manage their MS and to their ability to cope with DVA and its impacts. In this way,
Grace believes this form of support would help to reduce or prevent the ‘negative feedback
loop” of MS symptoms and DV A described by Jenny in Chapter Five. Indeed, Grace reflects
that if you do not know how to look after yourself your ‘body feels like it’s going against’
you which adds another aspect of your life that you feel you have no control over. Through
this reflection, Grace reinforces the interconnected nature of well-being and health, stating
that feeling better physically would help mental health, which in turn could improve
resiliency and self-efficacy, both of which are important to coping with MS and the impacts
of DVA.

8.5.2 Proactive action and offering referrals to a variety of specialist services

While the above section demonstrated the importance of HCPs considering women with MS
who are victim-survivors as whole individuals and emphasised the need for an inter-
connected approach to supporting them, a key aspect of this is HCPs being knowledgeable
and understanding how to refer them to the necessary services to create this approach. Indeed,
several of the participants discussed that HCPs should be able to direct and refer them to
specialist victim support services and other specialist services, such as mental health services
and counselling. As stated by Jenny, she just ‘needed some advice from somebody’. Indeed,
Grace described her belief that her MS nurses should be proactively offering a variety of
support:
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‘So if the MS nurses know that you 're going through a tough time they should ask the
question: “Do you want to be referred to this service? Do you want to have contact
with this service? What do you need help with that we can help you with? We can help

you in this, this, and this. Are you interested in any of those things?”’

Grace identified that when experiencing DV A there are so many aspects of life which it
impacts, including your ability to manage your MS, look after yourself, and care for your
children. Therefore, what was important to her was for these difficulties to be recognised,
support options discussed, and referrals made. The importance of doing this was emphasised
through Grace reflecting that if she did not have the support from her family, she ‘would’ve
been gone a long time ago because I would have not been able to cope.’ In this way, Grace
wants her MS nurses to take a holistic approach to care which recognises her emotional,
physical, and social needs which all interact to impact her health and overall wellbeing.
Meanwhile, Carolyn described the role of HCPs as ‘directing people in the right way to go’.

Thus, to her, HCPs should be making accessing victim services easier:

‘it might not be them necessarily but there should be an overall person that they can
pass you to and knows what’s in your area... People knowing where to turn or being
able to find out where you get the help from: “I don’t know but I'll find that out and
get back to you” that would be fine... That would just set your mind at rest instead of
thinking: “Oh god, I don’t know what to do!” and being in a panic the whole time.’

Carolyn recognises that HCPs cannot know everything and are not specialists in DVA.
However, she highlights that they need someone who knows how to support victim-survivors
and can provide effective and timely support to alleviate the pressure victim-survivors feel
when attempting to understand what kind of support is available which meets their needs and
how to access it. Indeed, Katie reflected that she believes that if HCPs have someone they
know who can provide the support, that will make them more interested in helping, as they
are not the ones being expected to provide the support. For Katie, this could be someone

embedded within the NHS, such as a safeguarding lead within the MS clinic or GP surgeries.

As discussed by Carolyn, HCPs are not specialists in DV A and their ability to help is often
constrained by factors including limited time, limited capacity, and poor training and referral
pathways. In recognition of the inadequate response within the healthcare setting to DVA,
recent UK policy has focused on improving the identification of victim-survivors and the
support they receive (Elvey et al., 2022). Within the hospital setting, this has included the
establishment of health-based IDV As within certain departments such as A&E, maternity,
and sexual health (Halliwell et al., 2019; Forbes et al., 2023). The benefits of IDV As located
within community specialist victim services were established in the previous chapter. It is

unclear currently how many NHS Trusts have implemented health IDVAs and in what
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departments, but it is known that health IDV As were not available in the fieldwork sites.
Meanwhile, for primary care, such as GPs, interventions have included creating stronger
connections between primary care and specialist DV A services and prioritising the creation
of stronger referral pathways by establishing a named IDVA for GPs (Dowrick et al., 2021).
In both healthcare settings, IDVAs’ roles have included providing immediate support to
victim-survivors, connecting them with appropriate support located in the health service and
the community, and providing training for staff to improve their confidence and ability to ask
about DV A and identify victim-survivors (Dheensa et al., 2020; Dowrick et al., 2021). A
significant outcome of locating IDVAs in healthcare settings has been that it has facilitated
more immediate access to IDVAs compared to services in the community, as well as
supporting ‘at risk populations whose needs may not be identified at other services’ (Elvey et
al., 2022, p.1).

This chapter has demonstrated numerous occasions where HCPs involved in primary and
secondary care failed to provide actionable support, which in some instances may have been
connected to not knowing how to do so. Research exploring the impact of health IDVAs in
hospital settings has highlighted the increased confidence HCPs feel regarding managing
disclosures due to the creation of clearly defined referral pathways (Dheensa et al., 2020;
Dowrick et al., 2021; Elvey et al., 2022). This has also reduced concerns HCPs had regarding
victim-survivors becoming lost within referral pathways, as Faye experienced after asking for
referrals on multiple instances when in the A&E department. In particular, locating IDVAs
within hospital settings meant that immediate support was available whilst also enabling

IDV As to refer to other hospital-based and community-based services and to engage with
HCPs providing care, which is more difficult when based in the community (Dheensa et al.,
2020). This would allow a more integrated and holistic approach to supporting women with
MS experiencing DV A, recognising the variety of needs and the interconnected nature. In
this way, IDV As within healthcare settings would fulfil the needs outlined by Carolyn, Grace,
and Katie at the beginning of this section, including facilitating access to a wide variety of
services. It must be noted that this would involve a larger NHS Trust wide intervention, so it
is less feasible to action, unless the Trust is funded to do so. While the findings support the
need for health-based interventions such as introducing health IDV As, this could also be
facilitated more easily by MS HCPs creating links with the specialist organisations in the

local area.

Whilst proactive referrals are identified as important, Faye recounted the significance of

giving people options and not rushing them. Faye believes that the role of HCPs should be
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listening to victim-survivors and referring them to services, but she recognised that whether a

referral to support is wanted immediately is ‘down to personal choice’:

‘just let the person decide rather than taking that control out of somebody’s hands
and then them potentially getting a phone call from whichever service. That might
then make the person think: “Well, actually, people are taking that out of my hands,

iR

and I just want to do it at my speed.

This is an important consideration for HCPs who offer referrals to give victim-survivors
autonomy over their support journey. To Carolyn, professionals supporting victim-survivors
should ask, ‘what can I do for you? How can I help you? What do you need?’ which places
the emphasis in defining actual needs of the victim-survivor rather than simply following a
regimented pathway. Furthermore, offering a referral to support should not be time-limited or
a one-off offer, but should be an option whenever the victim-survivor comes to the realisation
they are ready for support. This could involve the ‘MS team checking sporadically to see how
things are and seeing if help is needed’. Recognising victim-survivors as autonomous is
essential to building a trusting relationship (Tarzia et al., 2020). Indeed, giving victim-
survivors control is crucial since DVA can result in them losing control over their lives and

losing trust in others. For Faye, MS adds another element to consider:

‘I think with MS, anyway, like it's something that is so fluctuating you've got no
control over your own body at times. So I think you could often feel like your losing

control of everything. So, it's key to sort of give people control where possible.’

Faye’s reflection highlights the intersecting experiences of MS and DV A, reinforcing that
when supporting women with MS, both experiences must be considered. As described by
Faye, the course of MS can be unknown, which can be very difficult for people to mentally
manage, resulting in them feeling out of control. Therefore, it is essential that, when possible,
HCPs empower women with MS by placing control back in their hands, enabling them to
make decisions regarding how and when they access support. In certain circumstances, such
as if children are involved or if an adult is deemed at high risk, a referral will be made to
safeguarding, even if consent is not given, but always with the patient’s knowledge. Whilst
that is understandable, from the procedure outlined by the safeguarding team at site A Faye’s
desire to have control would be limited should she, for example, agree to have a risk
assessment conducted and score high enough to warrant a Multi-Agency Risk Assessment
Conference (MARAC), which involves bringing together various agencies such as the police,
social care, IDVAs, and health to discuss high risk DVA cases (Robbins et al., 2014). A
MARAC would occur even if she did not consent to it. Thus, there are certain procedures
embedded within practice which do not match victim-survivors’ desire for the process to go

at their speed or listen to what they want.
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While the above discussion has revolved around proactive action in terms of referrals, Anne
outlined the importance of HCPs having a level of professional curiosity and taking proactive
action to check in with patients they have concerns about. In particular, Anne discussed this

in the context of yearly physical examinations:

‘They would see lots of bruises and everything and I understand from their
perspective that people with MS are clumsy, and we do kind of wander into things you
know what I mean (laughs). And with someone in there, we might just laugh it off but
maybe in the back of their mind they should be like maybe I could send them an

anonymous email or something if that's something that their partner doesn't monitor.’

Anne explores in this quote the need for HCPs not to take bruising and other symptoms of
MS at face value. Instead, they need to develop a level of professional curiosity that
encourages sensitively asking questions or reaching out to the patient. While the action Anne
suggested may not be feasible, other proactive actions could be taken in this circumstance
when a victim-survivor is accompanied by a perpetrator. For example, facilitating time alone
with the patient, such as taking them for a medical test, which would provide an opportunity
to make the follow-up suggested by Anne. This signals to victim-survivors that their HCP is

aware of DVA among women with MS and can be an avenue for support should they want it.

8.5.3 Actions that signal support is available

The participants’ reflections on how they wish to be supported are vital for understanding
ways to improve the support systems in MS healthcare. However, for HCPs to be an avenue
of support, women with MS must be aware that they can help. Although Faye and Anne
discussed that the relationship they built with HCPs has meant that they believed them to be
an avenue for support, other participants identified that they did not view them as a first point
of contact for support during their DVA experiences for various reasons. Jaz reflected that
whilst she did speak to her GP and MS nurses, she only did so because she ‘required
something from them...and otherwise, I'm not sure I would have’. She connected this to her
perception that HCPs ‘don’t know enough about it, I think they need to be clued up...on what
impact domestic violence can have on somebody with a medical condition’. Furthermore, Jaz
also felt that she was extremely well supported by her IDVA, meaning she did not feel that
she needed additional support from her MS nurses. Similarly, Grace never thought to reach
out to HCPs for help, recounting that she believed ‘realistically a GP can’t really do anything
because I've tried all the anti-depressants in the world’. Significantly, these participants
discussed that they were unaware that HCPs can provide support, including Jaz and Grace not
knowing that they could access adult social services through their MS nurses, who could

make a referral. As stated by Carolyn, ‘you don’t know or don’t think they’ll be able to help
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vou either’ with this lack of knowledge reducing the effectiveness of HCPs as an avenue for
support. These views highlight the importance of HCPs informing patients that they can assist

and offer various forms of support.

One way that could ameliorate this barrier would be for HCPs to regularly ask about the
participants’ lives and safety, also known as screening or routine enquiry. Currently, routine
enquiry for DVA, involving screening all patients, is not widespread throughout the NHS; it
is only recommended in certain departments, such as maternity services, A&E, and mental
health services. Instead, other settings utilise selective enquiry, which focuses on asking
about DVA if there are indicators to suggest DVA is occurring (Dheensa et al., 2025).
However, as discussed throughout this chapter, HCPs do not always recognise the signs of
DVA, especially among disabled people, and victim-survivors may not disclose if they do not
view HCPs as an avenue for support. Indeed, certain prevalent symptoms of MS, such as
anxiety, depression, bowel issues, and fatigue, overlap with those of DVA. This may not raise
concern among HCPs, leading to a lack of enquiry. In this circumstance, routine enquiry
could occur in appointments with GPs, MS consultants, and the check-ups women with MS

have every six months with their MS nurses.

As discussed earlier in this chapter, Katie appreciated her GP asking her about DVA and
believes routine enquiry should be more widely implemented. Furthermore, Grace
highlighted that she never thought to ask for support from her MS nurses, connecting this to

never having conversations with them about DVA or her home life:

‘But I think that’s because it had never been discussed so maybe if they do this initial
screening and ask certain questions then that would 've been in my mind like: “Right,
they’ve asked me about this before so can I go and speak to them and can they offer

services outside of them.” So even if they did do the screening... at least that’s in that

person’s mind.’

Grace’s insight above reinforces the important nature of discussing well-being, safety, and
DVA in the healthcare setting as it creates a connection between HCPs and support, even if a
disclosure does not initially occur after the screening. Indeed, Grace discussed that she only
began speaking to her MS nurses after she had left the DVA relationship, and if she had been
asked about DVA she would not have been truthful at the time as she ‘wouldve been too
scared for it to potentially get back to him’. However, having conversations about well-being
and safety, or conducting routine enquiry would have meant that the HCPs had left their door
open, metaphorically, for Grace. Thus, disclosure should not be perceived as the decisive

factor in determining whether screening was successful. Indeed, Bradbury-Jones et al. (2014)
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discuss the importance of HCPs being able to recognise the signs of DV A in this instance and
of having discussions surrounding the women’s lives, which can help them in naming the

abuse.

Carolyn echoes Grace’s sentiment with her recounting that HCPs need to be more aware of
abuse among women with MS and demonstrate this awareness by asking questions. Carolyn
highlighted that currently, HCPs ‘can only help if you tell them, it’s up to you which it
shouldn’t necessarily be’ since they are not having conversations about DV A or their overall
well-being. As a result, the pressure remains on the victim-survivor to begin the conversation
which could prevent disclosure. Thus, Carolyn believes that it would be helpful for
‘healthcare professionals to ask gentle initial questions...It is so hard to bring something like
that up, especially if you are there for some other reason’. This is supported by Katie, who
believes that HCPs should be checking in with you, allowing them to fulfil their safeguarding
duties. Routine enquiry can create feelings of connection and unburden victim-survivors,
further reducing the pressure they may feel (Spangaro et al., 2020) Having these
conversations and asking questions about areas of life such as their well-being, relationships,
and safety could provide the push that certain women with MS may need to disclose and
access some form of help either immediately or at another point in time (Malpass et al.,
2014). A significant aspect of routine enquiry is that it is not performed once and never again;
rather, it becomes an ingrained part of practice, ensuring that women are given multiple
opportunities to disclose and are reminded that support is available. This fosters a continuity
of care. A particularly significant factor concerning MS nurses and neurologists conducting
routine inquiries is the continuity of care and carer that they offer to women with MS, as
these patients typically have a designated nurse who manages their care. As discussed earlier,
not having this continuity can lead to victim-survivors viewing disclosure as pointless
(Spangaro et al., 2020).

In addition to recruiting participants via MS nurses and neurologists, the research utilised
posters in the toilets of the outpatient MS clinic and Neurology Daycase Unit. This resulted in
two women reaching out about participating suggesting the benefits of posters in this setting
to providing information and raising awareness. Indeed, participants expressed that placing
posters in healthcare settings—such as bathrooms, MS infusion centres, GP surgeries, and
consultants’ offices—is an easy way to make it apparent that support is available. For
example, Jenny highlighted how easy it would be to place posters in a variety of healthcare
settings which could help facilitate access to support. One participant said they have ‘seen a

few signs posted in bathrooms and such. These being standard practice could be so helpful’,



177

which was supported by Carolyn. Anne reflected upon why these posters would be so
helpful:

‘But maybe if it's in the neurologist's office just posters if you're ashamed and you
don't wanna ask. I didn't wanna ask at the beginning. So if it's just a poster you can
snap a quick picture of and do it kind of anonymously maybe that would help,
because, like I said the shame at the start, you might not necessarily want to ask for

help or say that you need help.’

The above quote demonstrates that seeing a poster could result in patients seeking support
from HCPs, possibly even providing a way for victim-survivors to disclose in a way that suits
them. Indeed, other participants reflected on the possible difficulty of disclosing DVA or
reaching out for support in healthcare appointments if they are denied privacy by their
perpetrator. Thus, having posters in toilets whereby you can request support via a QR code
would be beneficial and provide a ‘covert system where a patient can tip them off’. Placing
posters with information about support in healthcare settings is a form of signposting which is
not always considered an effective way of supporting victim-survivors, as discussed earlier.
However, signposting in this indirect format can make it clear that HCPs are aware of the
problem and can provide support, offering victim-survivors the option to find out about

services without having to disclose, giving them more autonomy over their support journey.

8.6 Conclusion

In this final chapter of analysis, I have discussed the variety of responses and actions taken by
HCPs and how the participants perceived them. Through this discussion, it has become
apparent what creates a positive interaction with HCPs, demonstrating what is important to
women with MS when discussing their DVA. Taking into account the variety of experiences
with HCPs, the participants demonstrated the multi-faceted nature of the support required and
the problems that can arise when only one aspect is achieved. Indeed, among the participants
two key areas were emphasised in their interactions with HCPs: creating meaningful
encounters and the ability to take action. Creating meaningful interactions relied upon HCPs
being perceived as empathetic listeners who believed and validated the women’s experiences
and communicated in a way which suited their needs. Through this, feelings of trust were
fostered, building positive relationships. Meanwhile, HCPs’ ability to act and provide support
was identified as being limited within the current context, with the women not proactively
being referred on to support and in certain cases not being identified as victim-survivors of
DVA. Through this, the need for clearer referral pathways and greater education about both
DVA and the support available for women with MS was emphasised. The failure to identify

and proactively refer to specialist services, including in the health sector and the community,
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can have devastating effects on the lives of women with MS. This can include leaving them
trapped within DV A relationships, struggling to access support, and creating feelings of
isolation when trying to heal from the impacts DV A has had and continues to have on them.
This can be particularly damaging for women with MS due to the vicious cycle of the impacts
of DVA and MS.

Finally, this chapter has sought to demonstrate that women with MS do believe that HCPs
could play an important role in supporting them. Through the participants’ reflections, the
need for holistic support which would make them feel supported in a variety of ways was
highlighted. As has been shown throughout the analysis chapters, women with MS who have
experienced DV A have complex lives and thus require holistic support and care, which
recognises them as whole people. The participants specifically discussed the need for support
that addresses the impacts of their MS and their experiences of DV A, such as increased
collaboration with mental health and counselling services. A significant component of
creating holistic wrap-around support was for HCPs to proactively offer referrals to a variety
of services, including victim services. HCPs are not expected to be experts in DVA, but the
participants identified that they should be knowledgeable about DVA and how to support
them. This includes being able to complete effective referrals to specialist victim services. If
done, this would facilitate HCPs involved with MS care to collaboratively provide support,
which does not simply treat impairment but supports well-being. At the centre of this is HCPs
making it clear that they can support women with MS by asking questions regarding their

wellbeing, including incorporating routine enquiry into practice.
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Chapter 9 Conclusion

In this final chapter, [ will draw together the findings of the research. In doing so, I reflect
upon the limitations of the research, what knowledge has been gained, and what directions
future research can take. In the introduction of this thesis, I outlined the context surrounding
the development of this research project. It is important to begin the concluding chapter of the
thesis by reiterating this context and the significance of considering the experiences of
women with MS regarding DVA and help-seeking. This approach will help bring the thesis

together and re-position the findings within this wider context.

During the COVID-19 pandemic, MS HCPs in the UK became increasingly concerned about
suspected and confirmed cases of DVA among people with MS. Upon recognising this, it
became apparent that there was exceedingly limited knowledge regarding the DVA
experiences of women with MS and how they would like to be supported, which would assist
healthcare professionals involved in MS care. Whilst research with disabled women who
have experienced DV A provides insight, it tends to treat disabled people as a homogenous
group. Furthermore, people with MS may not identify as disabled, connected to their
perceptions of their condition, the invisible symptoms of MS, its fluctuating nature, and the
stigma attached to being labelled as ‘disabled’, possibly leading to their exclusion from the
body of research on disability and DV A (Sharifi et al., 2023). Impairment does not cause
DVA, but experiences of DVA and help-seeking, and how one would like to be supported,

can be affected by impairment.

Indeed, MS has a variety of characteristics which signify the importance of specifically
focusing on the experiences of women with MS. MS is a chronic condition of the central
nervous system which mostly impacts women (Brownlee et al., 2016). It has a fluctuating and
uncertain nature, meaning people’s experience of MS is unique to them, with later disease
progression and increased reliance on family members and partners. Furthermore, it is often
diagnosed in early adulthood, affecting the expected trajectory of people’s lives and
relationships (Ford, 2020). Strong familial and intimate relationships are central to aiding
mental well-being (Barker et al., 2018). However, research has highlighted that there is
potential for a diagnosis of MS and increased reliance to have a significant effect on intimate
relationships with possible conflict and relationship breakdown (Hunter et al., 2021).
Additionally, other factors such as high levels of unemployment, financial insecurity, and
social isolation suggest it is likely that familial and intimate relationships will shift and

change.
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As mentioned, very little is known about the DV A and help-seeking experiences of women
with MS. Thus, throughout this thesis, I have attempted to develop a complete depiction of
the experiences of seven women with MS who experienced DV A from intimate partners, also
known as IPV. The thesis goes beyond how DVA is experienced to consider how it impacts
them, what their help-seeking consisted of, the responses they encountered from victim
support services, HCPs and the police and how they would like to be supported. I have done
so by utilising online and in-person semi-structured interviews and an online asynchronous
co-production workshop using the software Padlet. Through this, I have aimed to demonstrate
the importance of recognising the ‘specific contexts and needs that arise in their lives, which
may affect accessing support and what support is needed’ (Hutchison, 2025, n.p). At the
centre of the research has been the desire to allow women with MS to express themselves and
voice their experiences, views, and opinions, which they may not have been facilitated to do

so before.

9.1 Research limitations

While all research aims to minimise limitations, it is essential to be reflective and consider
any limitations that do occur. It is often the goal of research to recruit a diverse sample to
ensure a variety of voices are heard. Often this means that research is guided by a recognition
of intersectionality and the ways in which people’s experiences are shaped at the intersection
of a variety of identity categories (Crenshaw, 1989). Certainly, this research does include
women of a variety of age categories, differing number of years of having MS, sexuality, and
ethnicity. However, most of the participants (6) identified as white British, and all of the
experiences discussed were that of heterosexual relationships whereby the perpetrator was a
man. Thus, the research did not gain insights from women who were not in heteronormative
relationships and does lack insights from ethnic minority women. While this is a limitation,
there are a variety of factors to consider regarding this. For example, MS is much more
prominent among the white population (Makris et al., 2014) and the majority of perpetrators
of DV A against women tend to be men (Women’s Aid, 2024). Additionally, ethnic minorities
often have more distrust in the research process, especially in research stemming from
healthcare professionals (Brown et al., 2014). Furthermore, it must be noted that the targeted
sub-group is a traumatised population dealing with both MS and DV A, which affected
decisions to participate and possibly the diversity of voices achieved. Thus, when placed
within the context of the recruitment challenges faced and the small sample size, the study

has managed to achieve some diversity of voices, but more is required.
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Furthermore, the research has drawn upon the participants’ experiences of three help-giving
sectors: the police, specialist victim services, and healthcare professionals. In recognition of
the fact that the research has been conducted in one area of England, it must be noted that
these reflections cannot be generalised to all locations of these services. While the police and
specialist victim services have guidelines and frameworks within which they work, this does
not mean that they all adhere to them in the same way, and variation in staff and leadership
can alter performance. Therefore, different locations of police and specialist victim services
may have different practices which could alter how victim-survivors perceive their
experiences. Meanwhile, the NHS has national mandatory safeguarding training, which
includes DVA, but does not have a standardised or formalised approach to DVA. Thus, it is
possible that in different NHS Trusts, there are clearer pathways for healthcare professionals
to follow or MS clinical teams who have embedded certain practices to address DVA. This
information is not readily accessible, and feedback from HCPs has tended to highlight the
novel nature of the research. However, no research has considered the support experiences or
needs of women with MS. Therefore, the women’s reflections and insights will be valuable in

shaping practice, highlighting the transferability of the findings.

The size and nature of the research sample have implications for the generalisability and
transferability of the findings. Qualitative research has often been viewed as lacking the
ability to make generalisable claims for a wider population, impacting its perceived value and
validity, particularly when the sample size is small (Smith, B., 2018). This is connected to a
narrow view of generalisability through a quantitative lens which prioritises a statistical
generalisability model to ensure the sample is representative and broad formal inferences can
be made (Smith, B., 2018). If understood this way, a key limitation of this research is a lack
of generalisability due to the small sample size. However, it is more valuable to consider in
qualitative research the transferability of the findings, considering a ‘study’s potential to be
valuable across a variety of contexts or situations’ (Tracy, 2010, p.845). Through this, it is
possible to consider who you can make claims about in your work and the value of this.
Firstly, it is important to reinforce the benefits of conducting small sample size
phenomenological research. This type of research aims to present thick descriptions which
allow all research participants to have their voices heard and the nuances of their experiences
highlighted (Bartholomew et al., 2021). Compared to the disabled population as a whole,
women with MS are a relatively small population whose experiences have not been heard.
Thus, there is significant value in focusing on a small group of women with MS and
exploring their experiences in-depth within their situatedness, giving value and voice to every
participant, which is not always possible in larger studies. In doing so, I was able to attend to

the specific nature of being a woman with MS in society.
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As mentioned in earlier chapters, whilst the research aimed to explore DVA as broadly
conceptualised to include intimate partners, family members, and carers, the sample only
discusses intimate partners. Therefore, the research findings may not be transferable to those
with MS who have experienced DVA from carers and family members as this may have
manifested in their lives differently to the participants of this research and impacted their
experiences of support. Comparatively, the research findings regarding women with MS’s
experiences of DVA, such as how specific aspects of their MS were used to abuse them, the
negative effect of DVA on their MS, the complex emotions from acquiring a chronic health
condition and the interaction those emotions have with DVA, and the disabling barriers in
their support journey, provide insight beyond this specific population. For instance, the
findings may be relevant for other chronic health conditions or impairments which present
similarly to MS, such as having symptoms which are invisible and fluctuate, or can create
vicious cycles of symptoms impacted by external factors. Certainly, several participants
reflected on the invisible nature of their MS and the impact this had on their DVA experience
and their experience of accessing support from services who were unaware of how MS
manifests. Further, while the participants reflected upon the support they received from MS
HCPs and the way they would like to be supported by them, this information may be valuable
for HCPs involved in caring for people with other long-term chronic health conditions,
providing tips to improve their practice and their understanding of DVA among the

population they care for.

9.2 Research findings and contributions

In this section, I reflect upon the research findings by focusing on the broader patterns
underpinning the seven women’s experiences of DVA and support. By doing so, it allows me
to demonstrate the significance of the concepts that I have applied to analyse the women’s
experiences and consider how they work together to present a depiction of how society and
perpetrators treat women with MS. Through this, I also consider the contributions the
research has made to knowledge as the first piece of qualitative research into the DVA and

support experiences of women with MS.

9.2.1 The extension of coercive control and entrapment

This thesis presents an in-depth exploration of how DV A manifests within the lives of seven
women with MS. In doing so, I was able to demonstrate the pattern of behaviour used by

perpetrators aided by engaging with the theory of coercive control, which has rarely been
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considered in research on DVA and disability. Evan Stark’s theory of coercive control
developed an understanding of DV A which moved beyond conceptualisations of it as solely
incidents of physical violence to consider the pattern of abusive behaviours used by
perpetrators, resulting in entrapment (Stark, 2007). Coercive control is deemed theoretically
significant because it has aided in developing an understanding of DVA “as it is lived and
survived’ (Sharp-Jeffs et al., 2018, p.164). In utilising coercive control and extending the lens
of analysis beyond gender to consider disability, I have aimed to provide an exploration of
the women’s experiences of DVA and support which is mindful of their location within
society and that of their perpetrator(s). This approach made it possible to demonstrate how
perpetrators utilised specific knowledge about the participants to coerce and control them.
Coercive control is compared to other acts, such as kidnapping, due to a similar focus on
exerting power and control over another. What distinguishes coercive control is the ‘unique
access intimacy affords a perpetrator to personal information about a partner’ and the focus
on women'’s identities and gendered norms to abuse them (Stark, 2012, p.207). This was
apparent throughout the women’s experiences, with this unique knowledge often resulting in

perpetrators using disablist and gendered ideals to abuse the participants.

The research reflects findings in previous research on DVA and disability, including the use
of impairment-specific abuse and the complexities of partner-carer abuse (Thiara et al., 2012;
Harpur and Douglas, 2014; Shah et al., 2016). However, this research has highlighted the
unique ways in which the women’s MS, including its symptoms and invisible fluctuating
nature, can result in unique experiences of DVA. For instance, this included abusive
behaviour which focused on the participants’ MS. One participant reported her perpetrator
using degrading language to make her feel distressed about symptoms of her MS. In
particular, the perpetrator focused on the distressing symptom of continence difficulties
which women have reported feeling significant shame around (Koch et al., 2001). Thus, this
knowledge was identified by the perpetrator as an effective way to control her as it
undermined her confidence in her ability to go out in public alone. Meanwhile, others
reported a denial of their lived reality of MS, and resentment for not being able to do what the
perpetrators wanted. Certainly, this behaviour demonstrated an inability to comprehend and
believe the invisible symptoms and fluctuating nature of MS, culminating in what has been
described as micro-aggressions (Olkin et al., 2019). When placed within the context of a
coercively controlling relationship, the oppressive nature of this behaviour becomes clearer as

it is understood as a type of behaviour which ‘beats you down’.

Through this abusive behaviour, perpetrators were attempting to reduce the women’s self-

confidence, construct them as burdensome, and make them feel less than non-disabled
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women. This demonstrates the problematic nature of gendered and ableist ideals within
relationships, which result in disabled women being found to be ‘lacking’. In doing so, the
women’s views of themselves were being altered, reducing the value they placed on
themselves. Indeed, some perpetrators used this to cement themselves as fundamental to the
women’s ability to cope and manage daily life. One participant reported her perpetrator
telling her that she ‘can’t live by myself. I can’t manage my own finances. I can’t look after
myself,” constructing him as her carer despite her not needing ‘care’. This represents a
differing experience of partner-carer abuse from the ones described in the literature on
disability and DV A, as the participant did not rely on her partner for care, but through his
abuse, she was made to feel incapable of looking after herself, with her MS used to justify the
behaviour. Inextricably connected to these forms of DVA was the isolation from friends,
family, and help that participants experienced. Isolation is a common technique used by DVA
perpetrators, which works to further enhance dependency (Johnson, 2010). Indeed, Johnson
(2010) identified that isolation increases the damaging effect of emotional and degrading
abuse, as how the perpetrator speaks to the victim-survivor and how they make victim-

survivors feel become all they know.

The use of unique knowledge about participants was further demonstrated through the
discussions surrounding the experiences of three participants whose identities as mothers
were targeted, and their children used to coerce and exert control. The unique knowledge that
perpetrators possessed about what was important to the participants and any insecurities they
might face in their identities as mothers was weaponised. For example, in Chapter Four, I
discussed the undermining of one participant’s role as a mother through impairment-specific
emotional abuse resulting in her being excluded from activities with her children. In doing so,
her role as a mother was being attacked which is compounded by disabled mothers’
difficulties navigating and fulfilling normative and ableist ideals of motherhood (Malacrida,
2009). Indeed, the pressures of attaining the societal ideals of motherhood and the
perfectionism required were apparent, aided in considering the idea of the ‘new momism’
(Vincent, 2010). This also manifested in the use of children to coerce and control the women,
which occurred mostly post-separation (Beeble et al., 2007). For instance, the desire to do the
best for their children resulted in one participant being coerced into having an abortion under
threat of the perpetrator ceasing contact with the unborn baby’s older sibling, constituting
reproductive coercion (Tarzia and Hegarty, 2021). Meanwhile, two participants experienced
perpetrators using the court system and child custody disputes to continue their attempts to
coerce and control. As described by a participant, these forms of DVA were ‘never about our

[daughter], for him it was always about the control with me’.
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A significant feature identified when exploring the women’s experiences of DVA was the
continuation of coercively controlling behaviour post-separation, which has rarely been
discussed in the research with disabled women. Post-separation DV A has only recently been
incorporated into legislation through the Domestic Abuse Act (2021), which extended the
offence of coercive or controlling behaviour to encompass actions that occur beyond the end
of the relationship. For the women in this study, post-separation DVA manifested in various
ways, including being stalked online and in person. By doing so, perpetrators aimed to create
fear and the impression that they were omnipresent, connected to the belief that the women
do not deserve privacy (Toews and Bermea, 2017). This was extremely damaging to the
women’s peace of mind and ability to enjoy their lives. The stress this caused must be
considered as a factor affecting their health. Furthermore, participants discussed continued
attempts to isolate them from sources of help post-separation. One participant discussed her
perpetrator attempting to have her mother’s driving license removed, as this participant relied
upon her mother to drive her. In doing this, her perpetrator was trying to coerce her into
turning to him for support. Certainly, what is evident is that DVA does not stop when the
relationship ends. Instead, the perpetrator adapts their behaviour, with a clear need to

continue to feel that they are the ones in power, whilst making the women feel powerless.

Exploring the participants’ DV A experiences revealed that the perpetrators, through their
actions, aimed to undermine the women’s self-belief, create dependency, manipulate their
perceptions of reality, and collectively function as a disabling and entrapping force in their
lives. Approaching the shared experiences of participants through the theory of coercive
control facilitated an examination of the women’s DV A experiences that focused on the
patterns of behaviour and the cumulative harms inflicted. In doing so, I was able to illustrate
how coercive control is not solely rooted in the devalued status of women, emphasising the
importance of considering intersectional forms of oppression in understanding how victim-
survivors’ autonomy is denied, particularly in the context of the broader oppression faced by
disabled women. To elaborate on this, I engaged with the concept of situating coercive
control and its understanding of entrapment within a social and systemic entrapment
framework, as discussed by Tolmie et al. (2024). Through an understanding of entrapment as
a limitation on victim-survivors’ autonomy and agency, I explored the extension of this
entrapment from how perpetrators abuse women with MS in DV A relationships to how help-
giving sectors respond to women with MS. Indeed, the exploration of the participants’
interactions with the police, specialist victim services, and healthcare professionals revealed
numerous instances where the safety and support offered failed to meet the needs of the
participants, which I argue constitutes an extension of the entrapment they experienced in
their relationships. Importantly, the help-giving sectors discussed do not aim to entrap victim-

survivors or deny their autonomy and agency, whilst this is a central goal of perpetrators.
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However, both result in victim-survivors feeling unsafe, trapped, and uncared for, no matter
the intent. Certainly, failing to take proactive action, such as not knowing how to help, and
recognising the additional needs of women with MS, left participants trapped in DVA
relationships or without access to the support they recognised they needed. For instance,
Chapter Eight demonstrated HCPs being unable to provide the support needed by participants
due to a lack of knowledge, whilst interactions with the police evidenced them failing to

believe victim-survivors and carry out their responsibilities as outlined by the victims’ code.

When considering the participants’ experiences within a social and systemic entrapment
framework, it is important to look to wider societal issues, including the ‘gross
underinvestment by the state for many years into the safety of women and children’ (Tolmie
et al, 2024, p.68). The problems associated with underfunding and capacity became apparent
in Chapter Seven when exploring specialist victim services. This included the issues outlined
by several participants regarding extensive waiting times to gain access to support. Through
this discussion, I highlighted that due to underfunding and the high demand for services,
specialist victim services in England rely upon risk-focused practice and risk assessments.
For one participant, this current landscape of risk assessments resulted in her being unable to
access support from the DV A service she had used previously, due to being deemed ‘low
risk’ as she was experiencing emotional post-separation abuse. Within this landscape, there is
limited room for services to listen to the needs of victim-survivors, which can be considered
an extension of entrapment whereby victim-survivors’ autonomy and control over their
ability to access the support they need is limited by structural factors. The failures of the
help-giving sectors resulted in many participants ‘battling “the system” and taking on
additional work to find support that met their needs (Sharp-Jeffs et al., 2018, p.182).
Following Sharp-Jeffs et al. (2018), this results in victim-survivors feeling that their space for
action, which has already been constrained through coercive control in their relationships, is
further restricted, resulting in barriers to them not only being safe but also feeling safe. By
extending the understanding of coercive control and entrapment, it is possible to begin to see
the cumulative harms resulting from the treatment of perpetrators and help-giving sectors on
women with MS. Indeed, the feelings of being trapped, having no control, and the negative
impact on self-belief and self-esteem from their DV A experiences are perpetuated through

the failings of the help-giving sectors.

9.2.2 Psycho-emotional disablism’s role in understanding women with MS’s lives

and DVA experiences
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Throughout the thesis, [ have drawn upon Carol Thomas’s (1999) concept of psycho-
emotional disablism and the work by Donna Reeve (2002; 2014; 2020) to explore the
participants’ lives as women with MS, the impact of their DV A experience, and certain
encounters with help-giving sectors. In brief, psycho-emotional disablism refers to the social
barriers which undermine the psycho-emotional well-being of people with impairments. This
can be caused by the reactions and behaviours of others, such as derogatory remarks and
staring, the relationship a disabled person has with themselves, and can also arise from
experiences of structural barriers (Reeve, 2020). Experiences of psycho-emotional disablism
make disabled people feel hurt, distressed, and worthless, resulting in inner barriers being
constructed. It is particularly relevant to the experiences reported in this thesis, as it allows
for a consideration of how women with MS are made to feel by the way they are treated by
society, DVA perpetrators, and help-giving sectors and the cumulative impact this can have

on overall well-being.

As a concept, psycho-emotional disablism has not been engaged with in DV A research with
disabled women. Thus, a significant contribution to knowledge is the findings surrounding
the interconnected nature of psycho-emotional disablism and DVA and the cumulative
impact this can have, resulting in emotional and embodied consequences. In exploring this, I
have attempted to highlight the significance of viewing a victim-survivor with MS as a whole
person who may be facing a variety of challenges which could have a detrimental impact on
their well-being and health. Therefore, I have considered psycho-emotional disablist
dimensions of both the women’s DV A experiences and their lives as women with MS to
draw attention to the ways they can interact and impact both body and mind, as outlined in

the following.

Through this exploration, I considered instances of direct psycho-emotional disablism from
strangers, friends, family, and DV A perpetrators. In doing so, I demonstrated how these
encounters foster feelings of insecurity, cause women with MS to feel of lesser value than
non-disabled women, and create feelings of shame. These encounters display the social
relational dimension of this form of disablism as they stem from relationships that the women
with MS have with others. This included experiences of being stared at when using a walking
stick and being propositioned by strangers, creating the feeling that they are of less value than
non-disabled women. Additionally, the participants described experiences with friends,
family, and perpetrators that ontologically invalidated their existence through degrading
remarks and an inability to comprehend or believe the difficulties they faced related to their
MS. For example, one participant recounted the hurtful comments her perpetrator made about

her MS focusing on a distressing symptom, constantly reminding her of what she was unable
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to do, and making her doubt her capabilities. This has the consequence of damaging self-
esteem and conceptions of self-identity and has repercussions for their belief in their ability to
build meaningful connections. By considering psycho-emotional disablist experiences both
within DV A experiences and outside of them, it is possible to begin to understand the wider
lives of women with MS and the compounding effect of DVA and psycho-emotional
disablism in damaging self-esteem and fostering feelings of being trapped, isolated and
disabled.

Whilst direct psycho-emotional disablism arises from encounters and relationships with
others, the relationship the participants have with themselves can also result in this form of
disablism. Several participants reflected upon the upsetting views they hold about their lives
as women with MS, demonstrating internalised negative views of disability. This manifested
in a variety of ways, including discussing themselves as burdens, feeling badly about
themselves, and expressing views that they do not bring anything to anyone else’s lives. A
central narrative connecting their opinions of themselves was that of loss due to their change
in functioning levels, which must be considered within the context of a disabling society
which continues to view disability as undesirable. Certainly, through Wendell’s (1996)
conception of the rejected body, one can draw a connection between the internalised
oppressive views held by the women and the construction of those with impairments as
deviating from the cultural norms, resulting in fear and rejection. As discussed by Reeve
(2020), non-disabled people internalise prejudicial views of disability so they can face
conflicting and difficult emotions when they become impaired and now attach the negative
views of disability to themselves. This was apparent for several of the women. These
internalised oppressive views were found to interact with participants’ experiences of DVA.
For example, the negative way they were made to feel about themselves due to their
experiences of DVA retained relevance in their lives as it is now how they view themselves
as women with MS. Through this, the ‘stickiness’ of certain emotions (Ahmed, 2014) can be
seen. Indeed, the negative emotions from their DVA had become intertwined with

internalised prejudicial views of disability to corrode their self-worth.

The feelings stemming from the interaction between psycho-emotional disablism and DVA
experiences were demonstrated to create existential insecurity for some, placing limitations
on who they can be and altering how they interact with others. This included the insecurity
participants felt within current intimate relationships, with fears of being “left alone” if MS
was to progress, and struggles associated with feeling secure in relationships. Thus, intimate
relationships had become areas of fear and uncertainty, similar to how disablist hate crime

can result in spaces shifting from safe to unsafe (Burch, 2021). Others discussed the
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insecurities they hold when interacting with friends or being out in society, including
withdrawing from friendships due to concerns about how friends perceive them. Through this
exploration, I have shown that DV A experiences and psycho-emotional disablism both can

have long-lasting consequences, imposing barriers upon the participants and who they can be.

While the undermining of psycho-emotional well-being is at the centre of the concept of
psycho-emotional disablism, participants also expressed the embodied impact of their DVA
experiences and the subsequent undermining of their emotional and physical well-being.
Participants shared their views about the impact of DV A, which made them feel hopeless,
stressed and insecure, on their MS, highlighting the vicious cycle of symptoms that was
triggered. For instance, several participants emphasised the negative effect of their
perpetrator’s behaviour, such as degrading verbal abuse connected to their MS, highlighting
the distress this caused and the consequences of this on their mental health, resulting in a
worsening of symptoms. Not all experiences of DVA included psycho-emotional disablism.
However, for some participants, the emotions from DV A and internalised oppression
interacted with each other to undermine emotional well-being. As discussed in Chapter 5,
people with MS can experience a vicious cycle of symptoms which can be difficult to
manage (Dobson et al., 2022). For example, fatigue and pain can worsen anxiety and
depression and vice versa. Furthermore, anxiety and depression are prevalent among people
with MS, connected to MS’s unpredictable nature, unclear progression, and the uncertainty
for the future (O’Mahoney et al., 2022). Thus, it is important to consider how the impact of
psycho-emotional disablism, DVA and MS can create a vicious cycle impacting mental and
physical health. This discussion highlighted the devastating consequences that this vicious
cycle can have on self-efficacy and resiliency, stemming from strong feelings of despair and
a loss of hope for the future. Ultimately, this suggests concerns for victim-survivors with
MS’s ability to cope and manage both with their MS and the long-lasting impressions of
DVA.

Being made to feel hurt, different, worthless, and of lesser value was not limited to
participants’ DV A experiences but extended to interactions with the police, specialist victim
services, and HCPs. In these instances, both direct (interactions and behaviours of those
around them) and indirect (structural and procedural barriers) psycho-emotional disablism
occurred. Indirect psycho-emotional disablism was apparent in participants’ experiences with
the police, such as the police station and procedures being inaccessible for them, and
specialist victim services not recognising the additional barriers women with MS may face
when attempting to access support. As stated by Kitchin (1998), this conveys to the women

that they ‘are out of place’ and do not belong (p.351). These messages were also expressed
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via the participants' direct interactions with those working within these help-giving sectors. In
the women’s interactions with the police, they faced attitudinal barriers which manifested in
hurtful behaviour. For instance, several participants recounted the police failing to believe
them, connecting it to various factors, including misogynistic views of victim-survivors and
disablism. This included one participant whose perpetrator’s MS was a factor in this disbelief
due to him presenting in opposition to gendered norms of masculinity. Meanwhile, some
HCPs failed to express empathy and validation when participants disclosed to them, resulting
in the women feeling distressed and unsupported after these encounters. Through these
barriers, the women were led to feel that their needs were not important. Indeed, one
participant emphasised the loneliness this lack of support created. Thus, these experiences
with help-giving sectors extend the upsetting feelings created by DV A perpetrators and
internalised oppression stemming from a disablist society, interacting and compounding each
other, resulting in ‘sticky’ emotions which negatively impact self-worth. Through this
consideration of psycho-emotional disablism within women with MS’s lives, DVA
experiences, and experiences of support, we can begin to see the poor way society treats

women with MS and the damaging consequences of this treatment.

9.2.3 Breaking and building trust with the police, specialist victim services, and

HCPs

A central contribution made by this research is understanding how women with MS perceive
their encounters with the police, specialist victim services, and HCPs, including identifying
how they would like to be supported. Indeed, research focusing on these experiences among
disabled women comprises a small portion of the literature (Breckenridge, 2018). In
particular, healthcare is often not considered in research looking at disabled women’s
experiences of accessing support for DV A, despite being understood as playing a significant
role in preventing and identifying DVA. Additionally, due to the low level of disabled people
interacting with the police in previous research, knowledge regarding how disabled women
perceive these encounters concerning DVA is limited. While this thesis has explored the
participants’ experiences of each help-giving sector separately, the impact of behaviours and
institutional practices on their views and perceptions of encounters with these sectors can be

linked through the broader pattern of help-giving sectors breaking and building trust.

When exploring the idea of broken trust, this was perhaps most prominent within the
participants’ encounters with the police. Certainly, Chapter Six demonstrated the mostly
negative experiences that the women had with the police, evidencing a variety of behaviours

and institutional practices which constructed barriers to the police being a beneficial form of
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support and a positive experience. For one participant, her trust was damaged immediately
upon being taken to a police station which did not have a working lift, resulting in her having
to climb the stairs despite having a mobility impairment. This proved to be the first instance
of her needs going unmet. Indeed, the police’s failure to follow the victims’ code (Ministry of
Justice, 2020) and conduct a victim’s needs assessment created further issues throughout the
investigative process for this participant and one other. For instance, this failure culminated
in procedural barriers whereby the process was not tailored to meet the needs of the
participants. As a result of not understanding the women’s needs, one participant reported
feeling judged when she was unable to attend scheduled appointments due to her MS. This
allows her to be constructed as ‘problematic’ due to their ignorance about how her MS affects
her (King et al., 2023). Through these negative experiences of inaccessibility, the police were
creating barriers to building trusting relationships with the participants. In addition to the
physical and procedural barriers, participants also recounted attitudinal barriers which shaped
their perceptions of the police. A lack of understanding about trauma responses led to one
participant feeling that the police did not understand why she expressed hesitancy about
having the perpetrator arrested. Instead of providing reassurance and making her feel safe,
she perceived that the police stopped believing her, with this situation resulting in her being
misunderstood as uncooperative (Hickle, 2016). These encounters lead to a loss of trust in the

police and their status as people to turn to for help.

A significant component of several participants’ negative perceptions of the police was their
failure to take action. This manifested in various ways, including not utilising the powers
available to them to ensure safety and failing to arrest a perpetrator for violating a non-
molestation order. Through this, the police convey the message to the women that their safety
and well-being are not a priority, and result in the violation of orders being trivialised.
Additionally, participants recounted the lack of referrals to specialist victim services by the
police, which led to participants having to organise suitable support for themselves while
managing the impact of DVA and their MS. The negative perceptions of the police, stemming
from their failure to act, were reflected in the participants’ views of their interactions with
HCPs. While participants expressed their views that HCPs are trustworthy due to their
professional status, Chapter Eight demonstrated various instances where encounters with
HCPs did not build the women’s trust. Indeed, participants expressed a lack of desired action
and frustration at HCPs not knowing how to support them fully. For example, two
participants discussed disclosing to their MS nurses, but did not receive the support they
wanted, such as support to help reduce stress. They felt that they were not listened to, and the
detrimental impact their DVA experience was having on their MS was not validated, leading
them to perceive the nurses as being uninterested in supporting them. Certainly, the findings

suggest that currently HCPs are unsure how to support victim-survivors with MS, possibly
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resulting in the perceived disinterest, reflecting the literature (Dowrick et al., 2021). Through
the failure to act, one could argue that the ability of HCPs to foster a trusting relationship

with the participants is hindered.

Through the exploration of the participants’ help-seeking experience, pockets of positive
practice were found. These positive experiences mainly occurred within interactions with
HCPs and specialist victim services, although small instances of good practice were found
among the experiences with the police. In exploring these experiences, certain behaviours and
practices were evidenced to facilitate positive perceptions and build trust in those help-giving
sectors. In particular, being treated compassionately, listened to, believed, validated, and
having appropriate action taken to support them. Not all of these behaviours were achieved in
every interaction, such as HCPs being empathetic listeners but failing to take actionable steps
to support the participants. However, participants’ experiences of IDVAs/ISVAs discussed in
Chapter Seven present a clear depiction of the positive impact of multi-faceted and holistic
support which provides emotional and practical support. For those who had accessed
IDVASs/ISV As, they reflected on how beneficial the continuous contact and communication
they had with their advocate was to their emotional and mental well-being, especially early
on in their support journey. This included playing a key role in validating DV A experiences,
which fostered the perception that they were being listened to and, for one participant, aided
in her regaining trust in her perceptions of reality. Through this, the role of advocates in
helping victim-survivors improve self-esteem and self-confidence can be seen (Taylor-Dunn
and Erol, 2021). It was not solely the emotional support provided by advocates which built a
trusting relationship, but also the practical support. Indeed, participants’ experiences
demonstrated that advocates provided advice based on their specialist knowledge, attended
court and solicitor meetings, and advocated for them with the police, offering appropriate
support that recognised the specific needs of the women. It was evidenced that advocates can
provide this support whilst empowering victim-survivors by helping them to make informed
decisions and enhance their independence. Through the positive perceptions of the support
provided by advocates, it is possible to see that support which is perceived well is holistic,
person-centred and multi-faceted, whereby the specific emotional and practical needs of a

victim-survivor are met.

Building trusting relationships with victim-survivors should be a key consideration within
help-giving sectors, as it fosters their perceptions that they have been well supported, creating
positive associations with that sector. As described above, this involves treating victim-
survivors with dignity and meeting their specific emotional and practical needs, taking a

holistic and person-centred approach. Indeed, the participants identified that this is how they
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would like to be supported by their HCPs, highlighting the need for care and support which
recognises them as whole people with various needs. Participants expressed that HCPs should
demonstrate an interest in their well-being overall, not simply their MS, as ‘Everything
affects everything, and you can’t separate them.’ A key finding connected to this view is that
women with MS believe that being asked about their well-being more frequently and being
screened for DVA through routine enquiry could be beneficial, as it would make it apparent
to them that their MS clinical team are available to help them. A central consideration in
establishing this form of practice is HCPs having built trusting relationships, which would be
aided by conversations about their lives, well-being, and relationships being regular
components of their practice (Malpass et al., 2014). Certainly, building a trusting relationship
which is based on empathy, kindness, and respect is central to facilitating discussion about
sensitive and distressing topics like DVA (Tarzia et al., 2020). MS HCPs benefit from their
professional status and the continuity of care and carer they provide to people with MS,
which allows them to build relationships and trust over time. Indeed, building relationships
and trust through continuous positive experiences were key factors in two participants’ belief
that HCPs could support them. This continuity is essential to routine enquiry and disclosure
having a positive impact (Spangaro et al., 2020). Therefore, the significance of building trust
should not be seen solely as a way to create positive perceptions and experiences of support
for DVA. For HCPs, it is an essential aspect of establishing themselves as professionals who

care and can assist victim-survivors with MS experiencing DVA.

In Chapters Six and Seven, I engaged with ideas of justice, namely procedural justice and
kaleidoscopic justice, which demonstrate the importance of how victim-survivors are treated
within the criminal justice system and society at large in fostering positive perceptions of
justice, moving beyond justice simply as positive outcomes (Thibaut and Walker, 1975;
McGlynn and Westmarland, 2019). Through this, certain behaviours and actions were
identified as significant to building a sense of justice that reflected behaviours viewed
positively in the participants’ support journeys or identified as how they would like to be
treated and supported. For instance, procedural justice outlines the importance of victim-
survivors having their experiences acknowledged as wrong, being listened to, and appropriate
action being taken with consequences for the perpetrator (Elliot et al., 2014). Kaleidoscopic
justice highlights similar behaviours but extends this to demonstrate the significance of
victim-survivors being treated with dignity, given space to voice the harms they have
experienced, and provided the societal support needed to make a victim-survivor feel like
they belong (McGlynn and Westmarland, 2019). Building trust and positive perceptions of
justice are inextricably connected, as trust is a prerequisite for the formation of perceptions of
justice. By engaging with these conceptualisations of justice, the significance of creating

positive experiences with help-giving sectors where trust is fostered is emphasised further
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beyond the obvious importance of victim-survivors receiving the treatment and support they
deserve. Indeed, perceptions of justice are significant to the recovery of victim-survivors,
having been associated with feelings of empowerment, closure, and safety, while reinforcing
victims’ feelings of dignity and self- worth (Elliot et al., 2014). This is especially important in
crimes such as DVA, in which one has been made to feel demeaned and helpless, and even
more so for victim-survivors with MS whose self-worth can be undermined by perpetrators,

friends, family, and strangers.

By exploring the experiences of women with MS regarding the police, specialist victim
services, and HCPs, one can identify that ‘trust and confidence are not just terms, but are
lived experiences’ that are either broken or built through the interactions victim-survivors
have with helping sectors (Stanko, 2022, p.9). Through this exploration, it became clear that
each help-giving sector fulfils a central role in the creation of holistic wrap-around support
for women with MS who have experienced DVA. However, if these help-giving sectors only
complete one facet of support or treat the participants without care or respect, it minimises
their ability to make a positive impact and reduces victim survivors’ trust in them as a help-
giving sector. While the concept of a multi-agency collaborative approach to addressing
DVA is not new and is indeed a part of the UK Government’s strategy, this research indicates

that it is not presently being realised.

9.3 Research impact

A practical contribution of the research is the creation of a toolkit for practice to help inform
HCPs involved in MS healthcare. The information and guidance within this toolkit will
enable MS clinicians to identify and respond to signs and disclosures of DV A safely.
Moreover, the toolkit also provides resources that help clinicians signpost and refer their

patients to specialist support if required. The toolkit aims are:

1. To increase awareness and understanding about DVA among MS clinicians

2. To improve and strengthen support resources for MS clinicians to safely identify and

respond to signs of DV A within clinical settings.

3. Equip MS clinicians with the knowledge of routes to referral pathways to help them
identify local DV A specialist services for supporting patients with MS when disclosures are

made.
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The research findings signify the important role that HCPs can play in supporting women
with MS with certain factors, such as the continuity of care and carer and their identities as
professionals, making clinicians and MS nurses well-suited to this supporting role. It is hoped
that by creating the toolkit, the project can facilitate and empower HCPs to take action and
improve their knowledge over a central issue which can negatively affect the health and
wellbeing of women with MS. Importantly, the toolkit is shaped by women with MS’s
experiences and views, and in consultation with HCPs and NHS safeguarding teams to ensure
the guidance provided is practical and able to be implemented. The toolkit will be piloted,
allowing HCPs to provide feedback facilitating its development.

Further impacts of the research relate to the dissemination of information about MS and DVA
to the HCPs involved in people with MS’s care and to people with MS themselves. This
includes an interview and blog post about the research for the MS Society, which is the
largest UK charity for MS. Furthermore, I have presented at the MS Trust conference twice
(2024 and 2025) and conducted a webinar for the Neurology Academy (2024) both of which
provide training and education for healthcare professionals involved in the care of people
with MS. Through these opportunities, I have aimed to share knowledge which improves
HCPs understanding of DV A, how it manifests in the lives of women with MS and disabled
people more widely, and possible ways they could improve their practice to support victim-
survivors. A significant component of this dissemination of knowledge to HCPs has been
sharing information about the harms of a disabling society to women with MS and the
importance of challenging disablist sentiments, especially when found within DVA
relationships. The importance of this was reaffirmed to me when following my presentation
an HCP informed me that a woman with MS being abused by a partner carer should remain
in the relationship as she would be worse off without him. This is a view that can be
challenged and changed through the dissemination of research applicable to HCPs which

stems from disability studies.

9.4 Conferences, research publications, and publication plans

An essential component of ethical research is ensuring that research and its findings are
widely disseminated. Throughout my PhD, I have participated in a variety of conferences and
webinars providing information on the study to a wide range of audiences to aid in this goal
of dissemination. This has included poster presentations at the Nordic Network on Disability
Research in May 2023 (Appendix F), which I was awarded a stipend from the conference to
attend, the MS Trust conference in March 2024 (Appendix G), within which my poster was

the runner-up in the competition, and the European Committee for Treatment and Research in
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Multiple Sclerosis (ECTRIMs) in October 2024 (Appendix H). I have also verbally presented
at the Leeds Centre for Disability Research conference (September 2024) and at the MS Trust
conference (March 2024 and 2025). Following my contribution to a seminar on Social
Determinants of Health and MS the MS Trust invited me to jointly deliver a full seminar on
DVA and MS. Thus, through the conferences I attended, I have been able to discuss the study
and its findings with both academics and HCPs.

Furthermore, I have written and contributed to three publications. I have written a book
chapter for the Routledge Handbook of Disability, Crime, and Justice, using the research I
conducted for my literature review on disability, MS, and DVA to provide a critical overview
of what is currently known about MS and DV A (Hutchison, 2025). Additionally, I
contributed to a Home Office report titled Disabled Women’s Experiences of Reporting Rape
and Serious Sexual Offences to the Police. This report includes one participant’s case, with
consent, with the writing surrounding this participant in the publication attributable to me.
Finally, as part of the wider MS DVA research group, we published a letter to the editor of
Neurology in response to Michaelson (2024) whose article discussed the similarities between
women experiencing DVA and those living with MS. The letter was selected by the Editors
and highlighted as Editor’s Choice. When considering a plan for future publications, I would
like to write a monograph and publish articles based on themes from this research in
disability studies journals and medical/MS journals to raise awareness of the issues facing

women with MS who are experiencing DVA.

9.5 Future research directions

Some of the directions for future research arise directly from the limitations outlined above.
Future research should explore the DVA experiences and help-seeking of a wider variety of
people with MS, including men, ethnic minorities, and those from the LGBT+ community.
This would allow research to attend to the ways that DV A manifests and experiences of help-
giving sectors may differ based on other identity factors. Furthermore, there is a need for
research to be conducted in different locations throughout the UK and beyond to understand
how behaviours and institutional practices may vary. By doing so, we would garner a greater
depth of understanding of how widespread problems identified by the participants are among
services such as the police and healthcare, as well as hopefully identify further examples of
good practice to help shape future directions. In recognition of this, the MS-DV A research
initiative has been established. It has led a meeting with international collaborators at

ECTRIMs in 2024, the largest MS research conference in the world. It is great to see
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emerging research from countries including Iran, Canada, and the United States of America
(Manouchehri et al., 2022; Pol-Patil et al., 2023; Freedman et al., 2024).

The research findings have highlighted several future opportunities. A key finding from the
research is that women with MS believe that being asked about their well-being more
frequently or being screened for DVA would make it apparent to them that their MS clinical
team are available to help them. There is differing evidence about the benefits of routine
enquiry in healthcare, and Breckenridge (2018) argued that there is a significant under-
representation of disabled women in this form of research. Thus, there is a need for research
which explores the outcomes of either routine enquiry among MS clinical teams or an
increase in purposeful questions regarding people with MS’s well-being and overall life.
Through this research, it would be possible to learn what benefits people with MS identify
from routine enquiry, including looking beyond disclosure or immediate uptake of health or
specialist victim services as the only positive outcome. As mentioned earlier in this
conclusion chapter, routine enquiry is already being piloted within the MS team at site A,
with positive feedback thus far from people with MS and the MS HCPs.

Furthermore, through the reflections of the participants on their experiences of specialist
victim services, the importance of IDVAs and ISVAs was emphasised. However, when
consulting the literature, there was very limited research which focused specifically on
victim-survivors’ experiences of accessing IDVAs and ISV As, especially concerning
disabled women who have experienced DVA. Currently, access to IDVAs and ISVAs can
occur at a variety of stages and from various services, including the police, specialist victim
services, and healthcare. Thus, research which focuses on how disabled women access
IDVASs/ISV As, at what point in their support journey, and their experiences would further
develop the information currently available on the benefits of IDVAs/ISV As for victim-

SUrvivors.

Additionally, several of the participants outlined upsetting views of themselves as women
with MS. Through this, it may be beneficial to develop research to inform clinical practice or
forms of intervention and support to help women with MS who are struggling with self-
esteem and self-worth. This should be of particular importance to HCPs due to the connection

between resiliency and self-efficacy and how people with MS cope.

Finally, based on the experiences of several participants in this research, navigating life after

a DVA relationship can be difficult and complex. While research on disabled people’s
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experiences of DVA and support services has been growing, there is very limited knowledge
about the stages of life post-DVA for disabled victim-survivors. This includes understanding
how disabled people who have experienced DVA from a partner navigate dating and
romantic relationships following leaving a DV A relationship. Indeed, Flasch et al. (2017)
highlighted that the focus of most DV A research on victim-survivors’ recovery is on how to
avoid the re-occurrence of DV A and understanding DV A’s negative effects. Disabled people
can face challenges in establishing and navigating romantic relationships, including fewer
opportunities to form relationships, disablist attitudes, and decisions about disclosure of
impairment to potential partners (Sellwood et al., 2022). Meanwhile, this research has
demonstrated the existential insecurity that women with MS can experience in romantic
relationships post-DV A due to the cumulative impact of DVA and psycho-emotional
disablism. Therefore, research which focused on women with MS’s or disabled women’s
experiences of navigating dating and romantic relationships following leaving a DVA
relationship would further explore this finding and examine an important aspect of the
recovery process from the unique standpoint of disabled people and their specific location

within society.

9.6 Final words

In attending to the DV A and help-seeking experiences of women with MS, I have aimed to
demonstrate the importance of engaging with and listening to different groups of disabled
people. As argued throughout this thesis, impairment does not cause DVA, but experiences of
DVA and support, including how one would like to be supported, can vary by impairment.
The women with MS in this study live extremely complex lives, within which their
experiences of DVA are a significant facet. In many ways, this research has presented an
upsetting picture of the participants’ experiences of DVA and help-seeking. It has highlighted
the pattern of abusive behaviours exhibited by their perpetrators, which disable, entrap, and
affect self-worth, as well as the challenges of living in a disabling society for women with
MS, demonstrating the cumulative impact of psycho-emotional disablism and DVA in
undermining their emotional and physical well-being. Furthermore, in exploring women with
MS’s experiences of the police, HCPs, and specialist victim services, this research has
discussed how interactions with these help-giving sectors can further the feelings of being
hurt, worthless, and less than fostered by DVA experiences and a disabling society when they

fail to meet the women’s needs.

This research has depicted a similar picture to that of previous research with disabled women,

including that support services continue to construct barriers which prevent access or create
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negative experiences. To some extent, it is ‘disheartening to realise how little has changed in
the intervening years’ since the first UK national study into the DVA and support experiences
of disabled women was published, which presented the almost entirely negative experiences
of disabled women (Thiara et al., 2012; Aldridge, 2021, p.1836). However, the women with
MS in this research and their help-seeking experiences highlighted pockets of positive
practice which met their unique needs as women with MS through a person-centred approach
to support, and behaviours which made them feel listened to and less isolated. It is important
to highlight positive practice because this is what provides the building blocks to creating
support which can make a difference in the lives of victim-survivors with MS. Indeed,
throughout this research process, I have engaged with MS HCPs who have demonstrated their
desire to understand how DV A manifests in women with MS’s lives and what they can do to
better support them. Therefore, while the findings demonstrated problems with HCPs' current
approach to supporting women with MS, there is a desire to improve practice, which should

be considered progress.
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Appendix A Participant Information Sheet

The Privacy Notice for Research should be provided alongside the Participant Information
Sheet.

Domestic Violence and Abuse: Exploring the Experiences of Women with Multiple
Sclerosis and the Implications for Practice

You are invited to take part in a research project exploring the experiences of women with
MS with a focus on exploring their experiences of accessing support (or not) for domestic
violence and abuse, and how they would like to be supported by healthcare practitioners and
domestic violence services. Before you decide it is important for you to understand why the
research is being done and what it will involve. Please take time to read the following
information carefully and discuss it with others if you wish. Ask us if there is anything that is
not clear or if you would like more information. Take time to decide whether or not you wish
to take part.

What is the purpose of the project?

Very little is known regarding the experiences of women with MS who are experiencing
domestic violence and abuse (DVA) and how they would like to be supported when
experiencing DVA despite a variety of factors highlighting an increased risk of DVA. This
research explores the experiences of women with MS who have experienced DVA and your
experiences of accessing support (or not) for DVA, including asking your views on what
facilitates good access and any barriers you may have experienced. The research wants to
learn from women with MS how you would like to be supported. The research can take place
either online via zoom or in-person.

Who qualifies to take part in this research?

This research is open to

e women aged 18+

e with multiple sclerosis

e who have experienced domestic violence or abuse at any point in their adulthood
(age 18+)

e who are being cared for by (Site A or B)

¢ Women who are currently experiencing DVA can only be included if they have
already disclosed this such as to their MS clinical care team, GP, or a DVA service

e Women who are currently experiencing DVA and live with the perpetrator can only be
included if they are able to leave their homes to participate

What is domestic violence and abuse?

For the purpose of this research domestic violence and abuse includes any ONE or
combination of the following behaviours by intimate partners, family members or paid
personal carers:

e physical or sexual abuse

e violent or threatening behaviour
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e controlling or coercive behaviour, such as threatening behaviour and humiliation
e economic abuse

e psychological, emotional, or other abuse

e abuse or violence specific to your disability

Why have | been chosen?

You have been chosen as you expressed interest to your clinical team about participating in
the research or you approached the primary researcher about participating. There will be 20-
25 participants recruited for the research.

Do | have to take part?

Itis up to you to decide whether or not to take part. If you do decide to take part, you will be
given this information sheet to keep (and be asked to sign a consent form). You can still
withdraw at any time before participating and will have two weeks following the
interview/workshop to withdraw your data. You do not have to give a reason. There will be
no negative consequences to your medical care if you decide not to take part nor to your
relationship with the clinical team.

If you have any doubt about your safety, please do not participate.

What are the possible disadvantages and risks of taking part?

There is the possibility that you may become upset during the interview. There is also the
possibility of re-traumatisation. However, to try and limit this it is up to you what you would
like to share. Additionally, you will be provided with a support leaflet detailing local domestic
violence services. You have the option to ask for a referral to psychological support by the
multiple sclerosis crisis team. If you are currently experiencing domestic violence and abuse
please ensure that the perpetrator does not gain access to information about the study, as
this may put you at risk.

What will happen to me if | take part?

If you choose to take part, you can choose to be involved in an interview and/or a co-
production workshop. If in-person the interview/co-production workshop will take place in a
location which is accessible, safe, and where both the primary researcher and the participant
feel comfortable. This could include rooms within the outpatients at (Site A or B), and
bookable rooms within libraries, community centres and University of Leeds premises. If
online the interview/co-production workshop will take place via Zoom. It is up to you whether
you take part in-person or online.

The interview should last no longer than 90 minutes and we can take breaks. The interview
will explore your experience of DVA focussing on your experience of accessing support (or
not), including what facilitated good access and any barriers to accessing support you may
have experienced. Within the interview you will also be asked to explore how you would like
to be supported including, for example, what services you would like and who you would like
to support you. The questions will be open allowing you to choose what you want to discuss
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with the researcher. You will be given the option of whether you'd like to be interviewed
online or in person.

The co-production workshop should last no longer than 2 hours and will have a maximum
of 5 participants in each workshop. Within the co-production workshop you will be asked to
create a mind-map regarding how you would like to be supported allowing you to consider
the different branches of support. A mind map is a diagram in which information is
represented visually with a central idea placed in the middle and associated ideas arranged
around it. You will be encouraged to discuss with your group to allow you to work together in
creating your “ideal” system of support. This could include discussion surrounding what can
help disclosure or what role healthcare practitioner should play in offering support or
signposting to other services. The co-production workshops will not discuss sensitive
information regarding your experience of domestic violence and abuse.

You will receive a £30 shopping voucher for taking part. Additionally, | will re-imburse you for
any travel expenses should you require this.

What do you want to ask me?

You will be asked within the interview about your experience of DVA focussing on your
experiences of accessing support (or not), including what facilitated good access and any
barriers to accessing support you may have experienced. Within the interview you will also
be asked to explore how you would like to be supported including, for example, what
services you would like and who you would like to support you. You will not be pushed for
answers or ask questions on topics that you tell the researcher you don’t want to talk about.
The co-production workshop will focus on how you would like to be supported.
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Will | be recorded, and how will the recorded media be used?

Your interview or co-production workshop will be recorded on a protected device so no one
else but the researcher can access the recording. Only the audio will be recorded. If the
interview or workshop is conducted via zoom, zoom records both an audio and a video file.
The video file will be deleted immediately. The audio recordings of the interviews and co-
production workshops will be kept on a secure drive at the University of Leeds, which only
the researcher can access. They will be written up and the recordings will be deleted by
September 2025 which is the latest date this project will conclude.

Will you keep what | say confidential?

When the recordings are written up into text all names, places and any other information that
could make you identifiable will be removed. This an anonymised interview transcript. The
interviews will be written up into text by PhD researcher Kharis Hutchison.

With your consent | will write a letter to your GP, informing them that you are taking part in
the research, but you have the option to say no to this. If | write to your GP, | will not tell
them anything that you told me. | will simply inform them that you have taken part.

Whilst | aim to respect your confidentiality there are certain unlikely circumstances which
would mean | would have to break confidentiality. This includes if someone under the age of
18 is at risk of harm, and if you disclose that you are currently experiencing domestic
violence which is putting your life at risk. | will inform you if | have to share your information.

What are the possible benefits of taking part?

In the short-term you may find talking about your experiences helpful especially if you have
not had the opportunity to do so before. In the longer-term the information from the research
will be used to create a toolkit for practice which will be created by a post-doctoral
researcher at the University of Leeds to help better inform healthcare practitioners and
domestic violence services regarding how people like you would like to be supported.

Use, dissemination, and storage of research data

The research data will be used for a PhD thesis, conferences, and possible future
publications. The anonymised transcripts will be retained by the primary researcher for 3
years. With your consent the anonymised transcripts will also be stored indefinitely within the
UK Data Archive, a secure storage facility, to allow for the data to be used in future
publications. Anonymous data collected as part of the study may be shared with other
researchers for future ethically approved studies. This may include the use of the datain a
project creating a toolkit for best practice regarding the support provided to women with MS
experiencing DVA.
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What will happen to my personal information?

I will not use any personal information, such as your name or where you live, within the
thesis or publications. This should protect your identity. Within the context of the co-
production workshop everyone will be made aware that everything said must be kept
confidential. The primary researcher will delete any personal information which can be used
to identify you 3 months after the PhD has been awarded.

How will the research use information about you?

The University of Leeds is the sponsor for this study. We will need to use information from
you for this research project. This information will include your name and contact details.
This information will be used to do the research or to check your records to make sure that
the research is being done properly. You will be given a unique ID to anonymise this
information.

We will keep all information about you safe and secure. Once we have finished the study, we
will keep some of the data so we can check the results. We will write the reports in a way
that no-one can work out that you took part in the study.

What are your choices about how your information is used?

You can stop being part of the study at any time, without giving a reason. You can withdraw
your data from the research up to two weeks after the interview/workshop. | need to manage
your records in specific ways for the research to be reliable. This means that | won’t be able
to let you see or change the data we hold about you.

Where can you find out more about how your information is used?

You can find out more about how we use your information
e at www.hra.nhs.uk/information-about-patients/
e our leaflet available from www.hra.nhs.uk/patientdataandresearch
e by asking one of the research team
e by sending an email to dpo@leeds.ac.uk

What will happen to the results of the research project?

All the contact information that is collected about you during the course of the research will
be kept strictly confidential and will be stored separately from the research data. Your
research data will be anonymised, and you will be referred to by a pseudonym within the
publications including direct quotations.

The results of the research will be used to write a PhD thesis which will be completed at the
latest by September 2025. If you would like a copy of the final thesis, or a summary report |
will happily provide you with one. Please note you will not be identified in any report or
publication.


https://www.hra.nhs.uk/information-about-patients/
http://www.hra.nhs.uk/patientdataandresearch
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The research data will be stored for 3 years after submission. With your consent your
anonymised transcript will also be stored indefinitely within the UK Data Archive which is a
secure data storage organisation. This will allow for future research to be conducted with the
research data as long as the researcher agrees to preserve the confidentiality of the
information as described earlier. Your anonymised transcript will have restrictions attached
to it including requiring individuals to register and for the primary researcher to approve use
of the data. Your decision about data archiving will not affect your ability to participate in the
research.

Who is organising/ funding the research?

The University of Leeds.

Contact for further information
If you would like more information regarding the project, please feel free to contact me:

Kharis Hutchison
sskeh@leeds.ac.uk

Supervisors:

Dr Andrea Hollomotz
A.Hollomotz@leeds.ac.uk
0113 343 7298

Professor Helen Ford
Helen.ford17@nhs.net

Who can | contact if | have a complaint?

If you have a complaint or feel as if you have been coerced into participating, please contact
Jean Uniacke who is the representative from the organisation sponsoring the research at
governance-ethics@leeds.ac.uk. Your complaint should be acknowledged within three
working days following the Health Research Authority complaints procedure.

This copy of the information sheet is yours to keep. Thank you very much for taking the time
to read through the information.

Project title Document type Version # | Date

Multiple Sclerosis and DVA PIS 1 9/8/22
PIS 2 8/9/22
PIS 3 17/11/22
PIS 4 28/11/22
PIS 5 10.1.23
PIS 6 31.1.23
PIS 7 23/3/23
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mailto:governance-ethics@leeds.ac.uk
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Appendix B Interview Guide

Prompts: why, how did that make you feel, did you like that, could you tell me a little bit

more about, why were they so (good, bad),

Semi-structured interview guide

Starting Interview

e Check preferred name

e Check use of language: DVA

e Check for questions

e Explain pausing, stopping, choosing not to answer and withdrawal policy

e Provide support leaflet

Ice breaker questions

e How has your day been? (Or question which suits conversation)

DVA and MS

e Could you tell me a little about your MS?

e Has it affected your relationships with partners or family members?

e Have people been accommodating?

e At what point did you realise that you were experiencing or had experienced DVA?

¢ Did anything prevent you from realising you were experiencing/had experienced
DVA?

e Do you think having MS impacted your experience of DVA? In what ways?

Experiences of disclosure

e Did you tell anyone about your DVA?
e Why did you choose them and that setting?
e Was your experience of disclosing the DV A positive?

e What did they do that made it positive for you?
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e How could they have made you more comfortable?

e Were you at all hesitant about disclosing the DVA? Why?

e Was there anyone (professional, carer) you would have liked to ask if you were
experiencing DVA? Why them?

e Did you report it to the police? (How was that experience?/ Why not?)

Experiences of not disclosing

e Why did you not tell anyone about your DVA?
e  Who would you have liked to ask you if you were experiencing DVA? Why them?
e Would you have considered telling a healthcare practitioner?

¢ Did you consider reporting to the police?

Accessing support

e What happened next? For instance, did they offer support? Did they refer you on?

e Did you access any support following disclosure?

e What type of support did you access and how (referral, signposting, own searches,
word of mouth, etc.)?

e How did you find that support?

e Are you still using the service? If the time on the service has ended ask how they feel
about that.

e What helped you the most?

e  Why were they so good?

e What did you find less helpful? Was there anything you didn’t like?

e What else would you have liked?

e Were you aware of IDVAs/did you receive support from an IDVA?

e How was your experience of accessing support whilst managing your MS?

¢ Did you experience any difficulties getting support?

¢ Did a healthcare practitioner ever ask you whether you were experiencing DVA?

Would you have liked them to?
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Did you talk to a healthcare practitioner during your experience? Were they helpful?
Could they have done more? Why not? What could they do to make you more
comfortable? What could they do better?

Not accessing support

What stopped you from accessing support?
What would have encouraged you to access support?
Did any previous experiences affect your decision not to access support?

What kind of support service would you have accessed?

Improving support and services

If you were able to design the support that you receive what would that look like?

What do you think makes the ideal setting for disclosing DVA?
Who would you like to support you? Why? (Health, DVA, MS)
How would you like to find out about these services?

What kind of support would you like to receive from these services?

How do they meet your needs?

Role of healthcare practitioners

Close

If you were able to design how healthcare practitioners support you, what would that
look like?

Would you like healthcare practitioners that you are in regular contact with, such as
your MS team, to screen regularly for DVA?

Which healthcare practitioners do you think could play an important role in your
support journey?

How, if at all, could your healthcare practitioner make the access journey easier for

you?

Is there anything that we haven’t discussed that you would like to mention?
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Appendix C REC Approval

\

G Moeseg Ymchwil ¥ -
Ymchwil lechyd wasanaeth e (ﬁ' tywodraeth Cymey
a Gofal Cymru Fanded by
Health and Care Welsh Goversment J
Research Wales
Wales REC 6
Swansea
E-mail : Wales.REC6@wales.nhs.uk
Website : www.hra.nhs.uk
Please note: This is the
favourable opinion of the
REC only and does not allow
you to start your study at NHS
sites in England until you
receive HRA Approval.
11 April 2023

Professor Helen Ford
Department of Neurology, Centre for Neurosciences
Leeds General Infirmary

Great George Street, Leeds
LS1 3EX
Dear Professor Ford
Study title: Domestic Violence and Abuse: Exploring the
Experiences of Women with Multiple Sclerosis and the
Implications for Practice
REC reference: 23/WA/0080
Protocol number: n/a
IRAS project ID: 320164

Thank you for your letter, responding to the Research Ethics Committee’s (REC) request for
further information on the above research and submitting revised documentation.

The further information has been considered on behalf of the Committee by the Chair.
Confirmation of ethical opinion

On behalf of the Committee, | am pleased to confirm a favourable ethical opinion for the above
research on the basis described in the application form, protocol and supporting documentation
as revised, subject to the conditions specified below.

Good practice principles and responsibilities

The UK Policy Framework for Health and Social Care Research sets out principles of good

practice in the management and conduct of health and social care research. It also outlines the
responsibilities of individuals and organisations, including those related to the four elements of
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Appendix D HRA Approval

Ymchwil lechyd m
a Gofal Cymru

Health and Care Health Research
Research Wales Authority

)
W&
)

Professor Helen Ford

Department of Neurology, Centre for Neurosciences Emalk: epprovels@hra.nha.uk
Leeds General Infirmary HCRW.approvalawalen oha uk
Great George Street, Leeds

LS1 3EXN/A

17 April 2023

Dear Professor Ford

HRA and Health and Care
Research Wales (HCRW)

Approval Letter

Study title: Domestic Violence and Abuse: Exploring the
Experiences of Women with Multiple Sclerosis and the
Implications for Practice

IRAS project ID: 320164

Protocol number: n/a

REC reference: 23/WAJ/0080
Sponsor University of Leeds

| am pleased to confirm that HRA g palth 3 are Reses ales :
has been given for the above referenced study on the basus descrlbed in the application fon'n
protocol, supporting documentation and any clarifications received. You should not expect to
receive anything further relating to this application.

Please now work wuth parucnpatung NHS orgamsat:ons to confirm capac:ty and capabllrty. in

How should | work with participating NHS/HSC organisations in Northern Ireland and
Scotland?

HRA and HCRW Approval does not apply to NHS/HSC organisations within Northern Ireland
and Scotland.

If you indicated in your IRAS form that you do have participating organisations in either of
these devolved administrations, the final document set and the study wide governance report
(including this letter) have been sent to the coordinating centre of each participating nation.
The relevant national coordinating function/s will contact you as appropriate.
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Appendix E Consent Form

Consent to take part in the research titled Domestic Violence and Abuse: Exploring
the Experiences of Women with Multiple Sclerosis and the Implications for Practice

Please initial the box to answer these statements about taking part. If you don’t

understand something, please ask me to explain.

Participant ID Number:

Yes

No

| confirm that | have read and understand the information sheet
version 7 dated 23/3/23 explaining the above research project and |
have had the opportunity to ask questions about the project and have
had these answered satisfactorily.

| understand that my participation is voluntary and that | am free to
withdraw at any time without giving any reason up to two weeks after
interview/workshop and without there being any negative
consequences. Data already provided will be deleted following
withdrawal from the study.

| understand that | do not have to answer any questions that | do not
want to.

I understand that | will be audio recorded. | understand that when
using Zoom it makes a video recording as well which will be deleted
immediately.

| understand that the audio recordings will be stored on a secure
University of Leeds drive and will be deleted by September 2025 in
line with the GDPR.

I understand that my name will be kept confidential but what | say will
be written within the thesis or any further publications including direct
quotations.

I understand that members of the research team may have access to
the research data.

I understand that if | disclose current life-threatening domestic
violence or that a child under the age of 18 is at risk of harm the
researcher may have to inform the NHS safeguarding team, but that
they will tell me that they need to do this.

| understand that the anonymous data collected as part of the study
may be stored and shared with other researchers for future ethically
approved studies.

I understand that regulatory authorities, the research sponsor and the
NHS Trust may access the research data for auditing and monitoring
purposes.

Additional questions for co-production workshop only
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I understand that everyone in the group will hear what each other
shares.

| understand that everything discussed within the workshop is
confidential and should not be repeated.

| agree to take part in the above research project and will inform the
primary researcher should my contact details change.

Please note that the following questions do not impact your
ability to participate in the research and are optional.

| am happy for the anonymised transcripts of my interview/workshop
to be archived at the UK Data Archive following submission of the
thesis.

| would like to receive a summary of the findings once the PhD is
awarded.

| would like you to send a letter to my GP informing them of my
participation in the research.

Would you be interested in participating in a co-production workshop
with other women? (Applicable to interview participants)

Name of participant

Participant’s signature

Date

Name of lead researcher

Signature

Date

*To be signed and dated in the presence of the participant.

Once this has been signed by all parties the participant should receive a copy of the signed and dated participant
consent form, the letter/ pre-written script/ information sheet and any other written information provided to the
participants. A copy of the signed and dated consent form should be kept with the project’s main documents
which must be kept in a secure location.
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Appendix F NNDR Poster

Disability and domestic violence and abuse: Experiences of

disabled women with reference to Multiple Sclerosis

Kharis Hutchison sskeh@leeds.ac.uk

Background

Multiple Sclerosis and DVA

+  Disabled people are more likely than non-disabled people to experience a variety of forms of violence
throughout their lives including domestic violence and abuse (DVA).

+  The Crime Survey for England and Wales (CSEW) found that in the year ending March 2020 more disabled
men (7.5%) and women (14.7%) had experienced DVA than non-disabled men (3.2%) and women (6.0%)

(ONS, 2020), 1, S v i s

< - i

+  This data highlights not only the increased prevalence of DVA for disabled people in general but also for
disabled women in particular, emphasising the gendered nature of this form of violence.

+  The experiences of disabled women have often been hidden within both the mainstream feminist and
disabled people's movement, and only in recent years have their voices started to become heard through
research.

* Research has tended to treal disabled women as a homogenous group which means very little is known
regarding how experiences of support, and how disabled women would like to be supported, may vary by
impairment type.

What is domestic violence and abuse?

Domestic violence and abuse includes any ONE or combination of the fallowing behaviours by intimate partners,
family members or paid personal carers:

« physical or sexual abuse

= violent or threatening behaviour

. or coercive such as i and
= economic abuse

» psychological, emotional, or other abuse
« abuse or violence specific to your disability

Disabled women and complex experiences of DVA

Impairment specific abuse

* These behaviours are ones which exploit any by a woman's i and aim to
K increase the of the and the pi of the disabled
women’ (Shah et al., 2016, p.4)

- Examples include:

+ Misusing medication

+ Removing the batteries from wheelchairs

« Taunting about 'better times' before the acquirement of an impairment

Abuse by carers (paid and informal)

+ Social and personal boundary confusion was emphasised within this caring context (Saxton et al. 2001)

+ The lack of attention paid to emofional and financial abuse, and extreme invasions of privacy has been
raised as issues

+ Complexity of when the perpetrator is their assistant of fears of being left without the help they need in order to
live independently (Shah et al., 2018).

Abuse by partner carers

* The complexity of carer abuse is furthered when family members and/or partners are both carer and
perpetrator with the power balance becoming even less favourable

+ The common lion of abusive party ‘as ‘caring heroes’ who should be praised for their
selflessness has been shown to make women feel that they should be grateful for the relationship (Thiara et al.,
2012)

* Neglect was found to be a common form of abuse by partner carers (Thiara et al., 2012)

Greater need but less support available

+ It has been found that there is substantially less provision for disabled women than that available
proportionally to non-disabled women which is accompanied by a greater need for such focused and specialist
services (Thiara et al., 2012)

+ Poor previous experiences of helping agencies have been highlighted as impacting disabled women's desire fo
reach out.

+ Fears of institutionalisation, not being believed, and having children taken away have created barriers in
disabled women’s help-seeking journeys.

What is Multiple Sclerosis (MS)?

= Multiple Sclerosis (MS) is a chronic and progressive neurological condition affecting the central nervous system
(Ford, 2020).

« The age of onset is typically between adults of 20-40 years old with women being more affected than men
(Ford, 2020).

= It most commanly follows a pattern of relapsing-remitting whereby people with MS experience episodes of
symptoms which they then recover from to different extents (McGinley et al., 2021). This episodic nature can
result in unique experiences of discrimination.

How does MS impact people?

= The symptoms of MS in conjunction with societal barriers have a significant impact on the lives of people with
MS. This includes pecple with MS experiencing high rates of unemployment and social isolation (Freeman
et al, 2020).

+ As a result, women with MS can end up being both d on family
members and partners.

Risk of DVA among women with MS

= Strong familial and intimate relationships have been identified as aiding in mental wellbeing but the stress of

diagnosis, progression of the condition, and subsequent increased reliance on family members and pariners for

care, can result in tension and relationship breakdown (Cowan et al., 2020).

The fluctuating nature of MS creates a complex relationship between impairment effects and women's risk of

experiencing DVA in that their situation may change in fluxes differing to that of women with fixed impairments.

There is a between the ofan and the onset of DVA (Copel, 2006),

= Women with MS have been identified as being at risk of neglect and abuse from caregivers due to societal
barriers, unemployment, and symptoms of MS, cognitive impairment,

ns and Knowledge Gap

Knowledge Gap

Avallable literature has so far failed to consider in-depth the «of women with multiple sclerosis and
the causes of the DVA beyond the individuals impairment.

The available research has focussed on areas such as views on disclosing mistreatment or having taken a

quantitative approach providing no information about how women with MS would like to be supported or the
role of healthcare practitioners in their help-seeking journey.

Research Questions

. What are the experiences of women with MS of accessing support in relation to DVA through healthcare
practitioners and other services?
a.What barriers do women with MS encounter when seeking help?

b.What enables successful access to support?

2. How would women with MS like to be supported by healthcare practitioners and wider DVA services?

Funded by the Horne
UNIVERSITY OF LEEDS Family Charitable Trust

Method

Stage One: Semi-structured interviews

+ In-depth semi-structured interviews will be conducted with 10-15 women with MS who have experienced/are
experiencing DVA

+ The interview will consider their experiences of DVA as a women with MS with a particular focus on how they
would like to be supported, including what facilitates good access to support and who they would like 1o be
supported by.

Stage Two: Co-production workshops

+ The second stage of the research will utilise co-production workshops with women with MS who have
experienced/are experiancing DVA and will discuss the non-sensitive findings from the interview stage and will
then utilise creative methods in the form of mind-mapping to explore the women's ideas regarding what
support they want from healthcare practitioners and from DVA services.

+ Mind maps allow participants to explore the various branches of support but is a creative activity which does
not require any artisti making it ible to parti

- Copel, L.C. 2006. Partner Abuse in Physically Disabled Women: A Proposed Model for Understanding Intimate

Partner Violence. Perspectives in psychiatric care. 42(2), pp.114-124.

Cowan et al. 2020. Psychosocial aspects of the lived experience of multiple sclerosis: personal perspectives.

Disability and rehabilitation. 42(3), pp.349-359.

Ford, H. 2020. Clinical presentation and diagnosis of multiple sclerosis. Clinical Medicine. 20(4), p380.

Freeman et al. 2020. "A non-person to the rest of the world": experiences of social isolation amongst severely

impaired people with multiple sclerosis. Disability and rehabilitation, 42(16), pp.2295-2303,

McGinley et al. 2021. Diagnosis and Treatment of Multiple Sclerosis: A Review. JAMA : the journal of the

American Medical Association. 325(8), pp.765-779.

ONS. 2020. Domestic abuse victim characteristics, England and Wales: year ending March 2020. [Onling].

Saxton et al. 2001. Bring My Scooter So | Can Leave You: A Study of Disabled Women Handling Abuse by

Personal Assistance Providers. Viclence against women. 7(4), pp.393-417.

» Shah etal. 2016. Hidden Voices: Disabled Women's Experiences of Violence and Support Over the Life
Course. Violence against women. 22(10), pp.1188-1210.

« Thiara et al. 2012. Disabled women and domestic violence : responding to the experiences of survivars.
London: Jessica Kingsley Pub.
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Appendix G MS Trust Poster

Help-seeking Journeys of Women with Multiple Sclerosis
Experiencing Domestic Violence and Abuse (DVA)

Kharis Hutchison, School of Social Sciences, University of Leeds

sskeh@leeds.ac.uk Supported by The Horne Family Foundation
Background: Disability, MS, a
Disability and DVA
* Disabled people are more likely than non-disabled people to experience a variety of forms of violence throughout their lives including domestic violence and abuse (DVA).
« Disabled people experience unique forms of DVA 12 12
+ Impairment specific abuse 10
+ Abuse by carers (paid and informal) 8
+ Abuse by partner carers 6
-« R has h ised disabled people meaning very little is known about how experiences of DVA and support may vary by impairment type, s
: I
MS and DVA 0
+ Research argues that the impairments pwMS experience increase their vulnerability of being abused by carers, family members, and pariners/spouses®* Disabled  Non-disabled
. N . e m Percentage of adults aged 16 years and over, by
Social factors including social isolation and unemployment have been highlighted as increasing risk* disability, England and Wales, year ending March 2022
» Physical abuse, economic abuse, sexual abuse, and psychological abuse have all been found 45 (Office for National Statistics - Crime Survey for
» Lower education level, financial ey, and sexual dysfunction connected to experiencing DVA England and Wales)
Research Questions and Knowledge Gap Preliminary Results: Help-seeking Journey
Knowledge Gap “The attitude that's what -
- Available literature has so far failed to consider in-depth the experiences of women with multiple stunk’ I had had to go up two flights of
sclerosis and the causes of DVA beyond the individual's impairment, ;‘::;‘i:;“wm's':;';?m
- The available research has focussed on areas such as views on disclosing mistreatment or having .;' my stick and I'd said | have MS, down
taken a guantitative approach providing no information about how women with MS would like to be - :;,Em long corridor, sat there on
d or the role of it in their help-seeking journey.

‘She said “I'd like to see you in three days
time, would that be alright with you?" and
—{then it was like a weeks time would that
be alright with you? Carried on following
me up until | was smiling.’ (GP)

Research Questions
1. What are the experiences of women with MS of accessing support in relation to DVA through healthcare
practitioners and other services?
‘a.What barriers do women with MS encounter when seeking help?
Healthcare
b.What enables successful access to support? Practitioners
2. How would women with MS like to be supported by healthcare praclitioners and wider DVA services? g

Methods

Stage One: Semi-structured interviews

‘even with my MS team they know
-_|about it and they’ve never offered any
kind of support in regards to the DV side
of it it's just kind of like just get on with it"

- In-depth semi 5o far with 6 women with MS who have experienced/are Adult Social i ‘he actually wanted to completely
" Services | remove my son from me. And adult

experiencing DVA social services sort of kicked in then.'
» Thei i consider their i of DVA as a woman with MS with a particular focus on how

they would like to be supported, including what facilitates good access to support and who they would

like to be supported by. 5 ‘And it is only because of them that |

Specialist kind of understood what domestic
Stage Two: Co-production worksh DVA/Rape violence was’
: ops Organisations

= The second stage of the research will utilise co-production workshops with women with MS who have
experienced/are experiencing DVA
= Wil discuss the non-sensitive findings from the interview stage and will then utilise creative methods

in the form of mind-mapping to explore the women's ideas regarding what support they want from ‘Counselling and she’s been she's brilliant. Dedicated to rape

but also bringing other things in from your life so started of
f and from DVA with the rape things and then so you know how I've said about
how | didn't feel good about myself

Discussion and Conclus|

« Mixed experiences of support with most women identifying both barriers to accessing support and support which was easily accessed.
* Barriers included:
- Long-wait times
* Inaccessible information
- Disabling barriers (i.e no lift available, failure to understand MS specific needs)
+ Enabling factors included:
= Quick access to services
* Independent Domestic Violence Advocates
= Most women reported either neutral or very negative experiences with the police
g against domestic abuse
= Some women reported very positive interactions with HCPs which reduced isolation, ensured their needs were met, and most importantly believed them.
= Qthers expressed not viewing HCPs as a first point of contact discussing not knowing what support HCPs can provide.
« Most womean view HCPs as being able to play an important role in their support journey particularly as empathetic people to speak to and direct them to support.

1. Shah et al. 2016. Hidden Voices: Disabled Women's Experiences of Violence and Support Over the Life Course. Violence against women. 22(10), pp.1189-1210.
2. Thiara etal. 2012. Disabled women and domestic violence : responding to the experiences of survivors. London: Jessica Kingsley Pub.

3. Alejandra, S., Francisco, P. and Zoila, T. 2017. Domestic violence in multiple sclerosis: Barrier to Journal of
4.

Research. 2(1), pp.21-24.
. Morrison, E.H., Sorkin, D., Mosgueda, L. and Ayutyanont, N. 2020. Abuse and neglect of people with multiple sclerosis: A survey with the North American Research
Committee on Multiple Sclerosis (NARCOMS). Multiple sclerosis and related disorders. 46, pp.102530-102530.
5. Pal-Patil, J., Glanz, B., Safar, L., Misasi, E., Manieri, M.C., Shanahan, R., Healy, B. and Houtchans, M. 2023. MeTeoMS: Sexual, physical, and emotional abuse
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Appendix H ECTRIMs Poster

“l don’t think they know enough about it”: Women with Multiple
Sclerosis and Domestic Violence and Abuse

Kharis Hutchison, School of Social Sciences, University of Leeds, sskeh@leeds.ac.uk
Professor Helen Ford, Leeds Teaching Hospitals NHS Trust Supported by The Horne Family Foundation

Background: Disability, MS,

stic Violence and Abuse
Disability and DVA

Disabled people are more likely than non-disabled people to experience a variety of forms of vielence throughout their lives including domestic violence and abuse (DVA).
+ Disabled people experience unique forms of DVA 12 12
+  Impairment specific abuse

10
+ Abuse by carers (paid and informal) 8
+  Abuse by partner carers 6
+ Research has homogenised disabled people meaning very little is known about how experiences of DVA and support may vary by impairment type. s
2
MS and DVA 0
+ Research argues that the impairments pwMS experience increase their vulnerability of being abused by carers, family members, and partners/spouses®4 Disabled  Non-disabled
* Socal facors ncling vocladisolsflon sed have been o Ineroesing ikt by, Engand and Wales y2ar andig Moreh 2022
+ Physical abuse, economic abuse, sexual abuse, and psychological abuse have all been found 5 {Offica for National Statistics - Crime Survey for
= Lower education level, financial dependency, neurological and sexual to experiencing DVA England and Wales)

Knowledge Gap DVA Experiences: Coercive control
Available literature has so far failed to consider in-depth the experiences of women with multiple
sclerosis and the causes of DVA beyend the individual's impairment.

P " ‘Another time he was saying that,
€ you know, | couldn't look after my )
~ son because of my disability.”

The available research has focussed on areas such as views on disclosing mistreatment or having

\
=
T words started - o PE————
taken a quantitative approach providing no information about how women with MS would like to be / T;;,:’:m_ Sn‘ll‘ult wm'i: ::'Iglsv'v“;:‘ | ,/'
supported or the role of healthcare practitioners in their help-seeking journey. ¥, you're going to piss yourself.” “If you come
“ with me, there's no toilet so you're gaing to

\ piss yourself. It's going to be awful”, so
Research Questions \ immediately it starts putting tiny doubts in /
iind to think actually, know, 1
1. What are the experiences of women with MS of accessing support in relation to DVA through healthcare Your min n Ao am

T~ gonna be okay?" // |

practitioners and other services? — . B — .

aWhat barriers do women with MS encounter when seeking help? /,-- TA;U then il prog o resentment, | think, in .; "

b.What enables successful access to support? L\ mind where they just resent you for everything, and \\
2. How would women with MS like to be supported by healthcare praclitioners and wider DVA services? . then they start hBHIIII;Q'm ::: then thay d]ll

Method
Stage One: Semi-structured interviews . -
- In-depth semi-structured interviews conducted with 7 women with MS who have experienced/are > ‘aven with my MS team they know
‘_* . P! / about it and they’ve never offered any
experiencing DVA \\ kind of support in regards to the DV side

« The interviews consider their experiences of DVA as a woman with MS with a particular focus on how of it t's just kind of like just get on with it
they would like to be supported, including what facilitates good access to support and who they would o -
like to be supported by.

— /‘Eha said “I'd like to see you in three days B

time, would that be alright with you?” and Y
then it was like a weeks time would that |

Stage Two: Co-production workshops be alright with you? Carried on following J

+ The second stage of the research utilised an online asy co p with women . \“ L until | was smiling.’ (GP)

with MS who have experienced/are experiencing DVA

//

T ‘paopla like the consultants and the people at

= Will discuss the non-sensitive findings from the interview stage and will then utilise creative methods / the hospital don't ask. The GP did and | N
in the form of mind-mapping to explore the women's ideas regarding what support they want from ( thought well | said that | used to be but I'm not
" N \ now and | thought is it just that GP's have to ask /
healthcare practitioners and from DVA services. \ that question but | think that it's really really good

i
that they do because of the connection between i\\
—your health and being abused —— —— .

Discussion and Conclusion

DVA Experiences
+ Participants had diverse experiences of DVA but all experienced a pattern of coercive and controlling behaviour from their perpetrators
+ Coercive controlling behaviour included:

+ Degradation and emotional abuse

+ This included the invalidation of experiences of MS and vicious insults targeting symptoms of MS to degrade
« Using children to coerce and exert control
+ Isolation

+ Disguising abuse as ‘care’
Healthcare Practitioner's (HCPs) Role

Some women reported very positive interactions with HCPs which reduced isolation, ensured their needs were met, and most importantly believed them.
Others expressed not viewing HCPs as a first point of contact discussing not knawing what support HCPs can provide.

Most women view HCPs as being able to play an important role in their support journey, particularly as empathetic people to speak to and direct them to support

The participants identified the need for more holistic wrap-around support which takes into consideration all the challenging life factors they are experiencing. To ensure victim-survivors feel supported and
not isolated in with are

. Shah et al. 2016. Hidden Voices: Disabled Women's Experiences of Violence and Support Over the Life Course. Violence against women. 22(10), pp.1188-1210.

. Thiara et al. 2012. Disabled women and domestic violence : responding to the experiences of survivors. London: Jessica Kingsley Pub.

. Alejandra, 8., Francisco, P. and Zoila, T. 2017. Domestic violence in multiple sclerosis: Barrier to Journal of -
Research. 2(1), pp.21-24. m

. Morrison, E.H., Sorkin, D., Mosqueda, L. and Ayutyanont, N. 2020. Abuse and neglect of people with multiple sclerosis: A survey with the North American Research ol
Committee on Multiple Sclerosis (NARCOMS). Multiple sclerosis and related disorders. 46, pp.102530-102530.
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