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Editorial Dr John Conway, Vice Chair, NADP
Once again we have a bumper issue of contributions from the membership across a wide
range of topics relevant to supporting disabled students in FE and HE even to expanding our
remit to cover education within the prison environment.
This has been a strange year, as HEPs – and their students – struggle to recover from the
restriction imposed by COVID. From “normal” teaching practices most had withdrawn to
on-line or other forms of remote teaching which seriously impacted both the learning
experience and almost eliminated social interaction. The latter is a very important facet of
learning in many subjects / courses where students learn from each other, help each other
or work in teams and are able to meet with their lecturers for discussions and tutorials.
Restricted to on-line conversations with their lecturers, much must have been lost. This last
year has seen a gradual return to “normality” – though of course that has provoked in some
circles a discussion as to whether “normality” is appropriate any more. Was this a (missed?)
opportunity to question the accessibility of “normal” educational practices?
The Disabled Student Commission has just issued its ‘Commitment’ as I write this [15/7/22]
which represents an interesting approach, in effect requiring everybody [people and
organisations] to commit to recognise the different experiences of disabled students and
provide an understanding, welcoming, accessible environment and experience from thinking
about HE to having employment afterwards. Sadly, in my opinion, it is lacking one word,
‘inclusive’. They seek NADP’s endorsement: our entire history including the papers in this
edition of the journal has been to seek out, develop and promote such an environment for
(disabled) students.
John Harding in his article states “where the principles of Universal or inclusive design are
not applied to educational settings, disabled students face barriers to equitable access to
their teaching and learning creating an Educational Disability Penalty”
The other news this week is the resignation of our prime minister – is it too much to hope
for a focus on inclusive education and inclusive employment as a way out of the country’s
difficulties in the leadership contest?
Our papers this time are largely personal experience / views of members. It is great to see
so many members reflecting on aspects of support facilities / systems / students’ needs
especially at time when we are so pressurised in our jobs - perhaps this is a result of the
numbers seeking accreditation? Do read through, consider what can be adopted / adapted
to your situation – maybe consider writing a piece for the next edition?
John Conway,
Vice Chair, NADP.
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NADP News
Professor Nicki Martin, Professor of Social Justice and Inclusive Education, School of Law &
Social Sciences, LSBU presented her inaugural lecture on the theme of “Autism, Wellbeing
and Fulfilment- building inclusive education and employment through universal design”
on 1st June
Nicki says : “My intention is to reflect on my own research, conducted largely with autistic
collaborators, and on relevant developments which have the potential to improve the lives
of autistic people through societal change. Most timely of these is the Government’s
National strategy for autistic children, young people and adults: 2021 to 2026. National
strategy for autistic children, young people and adults: 2021 to 2026 - GOV.UK
(www.gov.uk)The strategy was launched without a great deal of fanfare because of the
pandemic and emphasises joined up thinking and development work around six themes
focussing on: health, education, social care, criminal justice, community support and
employment.
These priorities are very relevant to my research interests, but I would have liked to see
greater emphasis on the active involvement of autistic people in autism research. My
research has been increasingly informed by autistic scholarship and participatory and
emancipatory research principles, based on the idea of ‘Nothing About Us Without Us’. I am
not autistic but identify as a neurodiverse ally, although allying with autistic people cannot
be claimed without external validation from autistic people.
An aspect of my allyship is that I make a lot of hopefully productive noise about ensuring
that funded autism research is carried out by properly paid autistic researchers who are
adequately supported in the workplace to fulfil their roles. While short term research
contracts are not ideal, they are at least preferable to expecting people to give of their
expertise for nothing and in our Critical Autism and Disability Studies (CADS) Research
Group we always employ autistic researchers on our funded projects. CADS is located within
The Research Centre for Social Justice and Global Responsibility (SJGR) and fair employment
is clearly a social justice concern.
Drawing on my research about employment of autistic people in academia and elsewhere, I
will reflect on the emergence of highly productive self-organised groups with which I am
privileged to work, such as The Participatory Autism Research Collective (PARC)
https://participatoryautismresearch.wordpress.com/about/ and Autistic Doctors
International (ADI). Autistic Doctors International
My research is not all about autism, but good autism practice has been shown to be good
practice in various contexts because it is underpinned by principles of universal design.
Some of my research is focussed on student experience and I will talk about evidence-based
ways in which universities could work better for autistic students with the understanding
that the simple adjustments I propose would make university nicer for everyone.
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I will also consider the multidisciplinarity of autism research and think about some of the
projects I have worked on with autistic collaborators which focus on aspects of the strategy
beyond education and employment, specifically around health, wellbeing and ageing. The
themes identified in the strategy do not highlight ageing specifically and this is something of
a concern.
Finally, I will consider what my research career is all about and whether anything I have
done has been of any practical value in relation to making life a little bit better, primarily for
autistic people, but more generally too. My definition of better is about equality of
opportunity, inclusion and belonging, happiness, wellbeing and fulfilment”.
Professor Nicki Martin, Professor of Social Justice and Inclusive Education, School of Law &
Social Sciences, LSBU
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How can we affect change in Higher Education to benefit disabled
students and why do we need to? – Jo Wrigley
The traditional educational landscape of Higher Education Institutions (HEIs) is changing
with increasing numbers of students, including disabled students, enrolling onto a vast array
of courses (House of Commons Library, 2021). Over the last thirty years there has been a
rapid change in the educational landscape with red brick and post 1992 institutions
providing an eclectic mix of traditional, professional allied courses and apprenticeships
which has served to attract a wider diversity of students to attend university level courses
through non-traditional routes (Advance HE, 2022). This has afforded disabled students with
the opportunities to enter onto, and participate in, higher education level courses and has
arguably reduced the barriers of entry.
The Office for Students (2022) suggest that students are consumers of courses and
therefore customers of the HEIs that they belong to; however, it is acknowledged that there
is much debate relating to this contentious view. If students are indeed ‘customers‘ then
students may wish to gain value for their money and the best possible individual
experiences that they can access whilst studying on the higher education course that they
choose. Therefore, the experiences that they will access within the HEI that they attend is a
key factor in their choice of institution. Stakeholder communication is important to ensure
that disabled students, who make up over 13 percent of the HE student population, specific
needs are fully understood, that appropriate support is implemented and that relevant
services are available to ensure that disabled students are retained by HEIs and attain whilst
studying on their chosen course (Williams, Pollard and Takala, 2019). It can be argued that
the current cost of living crisis, the impact of the COVID 19 pandemic and the changing
employment landscape means that HEIs need to ensure that they are employing best
practice in respect of disabled student support delivery within their organisation to attract
and retain students onto their courses in the current competitive educational market.
Equality Act 2010
HEIs have obligations under the Equality Act 2010 not to discriminate against people with a
protected characteristic. Disability discrimination provisions also include indirect disability
discrimination, discrimination arising from disability and includes new protected
characteristics, pregnancy and maternity aspects and new positive action provisions
(Equality Human Rights, 2021). Given the anticipatory nature of the legislation, universities
are legally bound to ensure that disabled students requirements are considered in all
aspects of the delivery of university support services and should therefore ensure that
students can access adequate support during their time studying so that they are not placed
at a disadvantage. Institutions should therefore ensure that students’ needs are considered
and are met by anticipating any requirements that individuals may have and take action to
ameliorate any barriers or challenges that a disabled student may experience whilst
studying on their HE course. To ensure the very best practice, ethically and morally, in truly
meeting disabled student’s needs, the needs of those who disclosed their disability in
addition to those who do not choose to disclose their disability, should be considered to
provide a truly inclusive teaching, learning and support environment for all. There are a
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wealth of benefits for HEIs which comply with the Equality Duty 2010, particularly when
supporting disabled students, which include improvements in student satisfaction and an
increase of student admissions, retention and attainment on HE courses which are
noteworthy considerations. This can arguably provide universities with financial, moral and
ethical benefits as well as reputational benefits which can assist institutions climbing several
HE relevant league tables.
Numbers of Disabled Students in HE
The number of disabled students in higher education is rising. Williams, Pollard and Takala
(2019, p. 1) confirm that there are increasing numbers of disabled students studying higher
education courses which has increased “by just under one third (31 per cent): from 190,000
in 2013/14, to almost 250,000 in 2017/18. In 2017/18 disabled students accounted for 13
per cent of all students in English HEIs’. This is supported by evidence from the Institute for
Employment Studies who report that the numbers of disabled students have significantly
increased with particular increases in the percentage of students declaring mental health
conditions and Specific Learning Differences (SpLDs) (Williams et al., 2017).
In addition, the University Mentoring Organization (UMO) white paper confirms that there
has been a fivefold increase in the number of students who disclose a mental health
condition, to their HEI, in the last 10 years. The white paper suggests that this may reflect
the gradual destigmatization surrounding mental health; however, it also questions whether
there is still underreporting of conditions and suggests that the numbers of students
diagnosed with a mental health condition may be higher. As indicated in Figure 1, which
details the proportion of students studying in England who declared a disability by
impairment, the number of students declaring a mental health condition in 2018-2019 was
80,685 which is 3.9% of the higher education population in England. Furthermore, it is also
reported that according to the British Dyslexia Association, the number of individuals with
dyslexic characteristics, both diagnosed and undiagnosed, in the UK is around 10% which
equates to around 7.3 million people (Cache.org, 2020). However, Cache.org (2020) report
that ‘according to Dyslexia Action (2017), the figure is more likely to be around 16% of the
population, or 11.5 million people’. As is evident in the Figure 1 below, the number of
students declaring an SpLD within HEIs in England during 2018-2019 was 5% of the student
population, which is a significant number. However, it is evident that the numbers of
students within higher education declaring an SpLD is not reflective of the percentage of
individuals within the general population. The reasons for this may be varied but could be
reflective of earlier educational barriers (Office for Students, 2021).
Finally, as Figure 1 suggests, there are 0.6%, or 12,130 higher education students studying in
England in 2018-2019 who declared a social or communication impairment and autistic
people would be included within this group. It is evident, considering the above, that 8.5%
of the proportion of students who declare a disability in England have an SpLD, Autism or
mental health diagnosis. In addition, however, there may be students who have a diagnosis
of an SpLD, Autism or mental health condition that may experience another condition and
therefore would not be accounted for in the statistics provided above. There may however
be students who experience the above conditions who are included in the 2.6% or 53,925
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individuals declaring that they experience multiple impairments. There are also 2.2% of
students declaring a sensory, medical or physical impairment studying in England in 20182019.

Figure 1: Proportion of students studying in England who declared a disability by
impairment, 2018-19 (Office for Students, 2020)
It is therefore clear that the proportion of disabled students within HEIs is significant with at
least 14.3% of all students studying in England in 2018-2019 declaring a disability, and it is
important to ensure that their needs are met in the HE context for a plethora of reasons. It
is also recognised however that the above number does not include students who have not
declared a disability, but may be diagnosed with an impairment, which would increase the
number of students studying in England who would have additional disability related needs.
Challenges and barriers
Policy Connect (2020) conducted research that identified several challenges and barriers to
inclusion and participation for disabled students when accessing higher education courses.
The Policy Connect report also outlined several recommendations including that HEIs should
describe how they are addressing disability inclusion and made several recommendations
relating to teaching and learning, the bureaucratic and financial burdens, living and social
aspects as well as transitions to employment to consider when supporting disabled students
who are studying in higher education.
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An overarching theme within the Policy Connect report is that a ‘senior leader in every HEP,
such as a Pro Vice Chancellor, must take on the responsibility and accountability for driving
change to improve the experiences of disabled students attending their institution’ (Policy
Connect, 2020, p. 8). It can be argued that as the Pro Vice Chancellor is in a key position
within the organisation that this individual can be a positive driver for the implementation
of change which would benefit disabled students; however, in addition to the issues
highlighted in the Policy Connect report and associated recommendations, institutions
should consider exploring additional institution specific impacts on disabled students
experiences within their organisations when considering change initiatives.
Change within HEIs
It can be argued that change is required for organisations to survive and succeed in a highly
competitive and constantly evolving business environment (Todnem, 2005). Cranfield and
Taylor (2008, p. 85) highlighted that ‘higher education institutions within the United
Kingdom are very complex institutions with diverse backgrounds, history, culture, resources
and missions.’ Thiry (2014, p. 1) reported that ‘rapid technological change, deregulation and
globalisation have intensified competition and increased turbulence’…and ‘the degree of
interdependence among the decision that a firm faces is a key driver of complexity.’ Brown
and Swartz (2013, p.1) further commented that ‘the management of change (in universities)
is perhaps the most daunting challenge facing senior managers in organizations today
(McMurray, 2001, p. 74), yet universities are peculiarly resistant to change (Marshall,
2010)’. Mogogole and Jokonya (2018) further comment that people and culture have a
positive impact on changes and improve the level of success therefore it could be argued
that collaboration and communication with students, including disabled students, is
beneficial to support an organisations sustainability in today’s complex economic market.
For successful outcomes to be achieved it can be argued that higher education communities
need to work together collaboratively to develop a framework for success. If stakeholders
are involved in the change process, the implementation of change would be more successful
as the drivers can be identified by the key persons involved. Consultation, collaboration and
communication with student stakeholders will assist with understanding the individual
schemata’s present to ensure the success of any changes made to benefit student
experience as well as meeting the organisations goals. The strategy of the organisation is
also important to consider in this context as change within organisations may need to occur
systemically to achieve success in addition to making operational changes.
Communication and the impact on change
Change is non-linear, complex and dynamic. In fact, Karp and Helgo (2008) report that
people can be hard to ‘get on board’ and the only way in which management will succeed in
convincing stakeholders to accept the changes are openness, transparency and honesty.
Human interaction creates a fluidity to the change process and this needs to be considered
and managed to ensure success. Two-way communication with stakeholders is therefore
important to improve the success of changes that will be implemented.
Students as partners in change – the importance of stakeholder engagement
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As suggested above, there can be a culture of resistance within organisations. This suggests
that resistance to change is negative however resistance can be positive when
implementing change as, rather than this being a challenge to the power and authority of
leaders and a barrier to change, it can bring benefits to the organisation when good
communication pathways are implemented (Senior and Swales, 2010). It can be argued that
advocating a participatory approach with all stakeholders will assist with reducing
resistance; however, it is acknowledged that this can be risky.
Matos Marques Simoes and Esposito (2014, p. 325) highlight the importance of
communication during the change process and report that “according to Caldwell (1993),
communication within the context of change has been seen as a way to inform, involve and
even motivate collaborators to participate in the change process wholeheartedly.”
Furthermore, Fenwick, Seville and Brunsdon (2009) consider that internal and external
consultation and collaboration is important for successful change as change does not occur
in a silo and, in fact, silos can be detrimental to organisational resilience. Ocasio and Joseph
(2008) also identify that it is important to have senior leaders involved so that the changes
can be considered at a strategic and operational level. Mader, Scott and Razak (2013) report
that to ensure effective change, leadership support is required to embed sustainability and
change. However, Mader, Scott and Razak (2013) highlighted that success can only be
achieved by putting the suggested changes into practice effectively, to ensure that a positive
impact is achieved, as desired changes are sometimes not implemented if the impact is not
positive for the organisation; on both strategic and operational levels. Communication from
a bottom-up approach, in which stakeholders, or in this case disabled students, are directly
feeding back to senior leaders is important as this can support the change process to ensure
that all stakeholders views are understood and that barriers are identified and ameliorated
where possible. This can assist in stakeholders being more likely to be active and participate
in change implementation (Clarke, 2013). Therefore, considering the above, to ensure
successful organisational change, collaboration, consultation, and communication with
internal and external stakeholders is important. Changes that are made can be as a result of
a variation in demand, and we need to empower consumers to feedback their desires when
accessing services to ensure that their needs are met (Kitchen and Daly, 2002). This allows
the organisation to use this information to re-evaluate its positioning, in the context of the
needs of the stakeholders, which will allow the organisation to manage strategic and
operational changes to ensure survival and growth. Clarke (2013) also suggests that it is
important to monitor and adjust change and that by encouraging and evaluating feedback
from stakeholders, an organisation can make adjustments to ensure the successful
implementation of change; and that this is a perpetual process.
The importance of disability theory and student voice in relation to change
In respect of disability theory, and it’s use in the context of change within HEIs, Dunn (2018,
p. 4) suggests that ‘the key principle of the social model is that disability is a consequence of
the way society organises’. The social model of disability ‘focuses on the barriers that
restrict choices for disabled people and how removing these barriers can be the first step in
creating an inclusive environment (Dunn, 2018). Dunn (2018, p. 4) states that ‘the social
model has several consequences for language notably that an individual does not have a
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‘disability’, rather they have an impairment and are disabled by the structural and societal
barriers they face’. When contemplating change however, Swain and French (2010, p. 569)
state that the affirmative model of disability which is ‘essentially a non-tragic view of
disability and impairment which encompasses positive social identities, both individual and
collective, for disabled people, grounded in the benefits of lifestyle and life experience of
being impaired and disabled’ is particularly important to consider in addition to the social
model of disability. Dunn (2018, p. 5) suggests that the affirmative model ‘is important in
shaping an institutions perceptions of disabled students and can help shift thinking about
how disabled students are treated, particularly when they seek adjustments from the
institution’ (Dunn, 2018).
Within an HEI disabled students are a key part of the collaborative process when
considering change. Montgomery and Bagiloni (2020, p. 5) reflect the mantra within the
disabled people’s movement of ‘nothing about us without us’ and report that it is
imperative that students’ views relating to their lived experiences should be ascertained in
relation to the services that they access and support that they receive within an HEI, which
is supported by the affirmative model of disability. In addition, Singh and Chopra (2018)
identify that the voices of disabled people are significant as they are instrumental in the
planning of effective policies and changes within services and are effective in ameliorating
challenges which individuals may face in accessing services, reflected in the social model of
disability. The Joint Information Systems Committee (JISC) (2020) further argue that by
“supporting an inclusive learner experience, organisations can better serve all their learners
at the same time as well as significantly reducing barriers for disabled students.” However,
Clouder et al., (2020) identified that although some good practice is evident in HEIs there is
room for improvement. Clouder et al., (2020, p. 774) also acknowledge that ‘many HEIs
appear to be neurodiversity ‘cold spots’ despite the existence of support services.’
Montgomery and Bagiloni (2020, p. 5) further report that ‘despite a clear and consistent
concern with inclusivity, this did not translate into any substantive discussions regarding the
possible redistribution of resources between organizations to ensure representational
diversity’. Therefore, to ensure that services are inclusive, and delivering support that meets
the needs of the service user, it is imperative that disabled students are part of the
collaborative process and that user led feedback relating to their lived experiences and
views, including those related to the support that they receive and their experiences in
respect of the organisation as a whole, are collected. This will assist with identifying best
practice, areas for improvement and provide a roadmap for shaping changes in the
organisation’s strategy and operational service delivery to meet service user needs. It is also
acknowledged that it is important to consider an eclectic mix of modalities of
communication during the collaborative information gathering process when gaining
disabled students input and feedback to encourage their participation in the change process
as well as during the implementation of change.
What can Disability Practitioners do to assist with improving disabled students’
experiences?
Communicating effectively with disabled students and gathering feedback is the key to
effecting positive change. It is important to explain to disabled students at the point of data
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collection how the research gained will be used to ensure the best disabled student
participation rates possible.
Some things to consider when communicating with, and gathering feedback from,
disabled student stakeholders to support change
Firstly, it is important to communicate to disabled students why you want them to be
involved in participating in the data collection and feedback process and what the intended
tangible benefits and outcomes will be for them to encourage their participation.
Employ person-centred approaches to service user involvement. For example, ask students
what their preferred ways to communicate feedback are to encourage participation, as
demands on a student’s time can be great, so make it easy for them to contribute.
When gathering feedback consider disabled students communication preferences and
consider using different modalities such as online pulse and annual surveys, provide in
person opportunities for participation and online student forums.
Consider the frequency of feedback requests and what you are trying to achieve or measure
from the data collected – keep it specific.
Finally, identify opportunities for disabled students’ representation in all facets of the
university’s work including participation of disabled student voice within appropriate
university meetings, encourage academic departments to utilise school disability
representatives and foster relationships with the organisations student’s union
representatives to support the communication and feedback process when gathering
evidence to support change.
Some things to consider when using the feedback, to promote and affect positive change
for disabled students?
Once the feedback has been collected it is important to present this in a meaningful way to
senior leaders within the organisation. The pitch of the message needs to be considered to
ensure its effectiveness in promoting positive change. The message can be delivered,
perhaps to the Pro Vice Chancellor responsible for supporting disabled students and other
senior leaders, by:
Firstly, encouraging participation from disabled students in addressing senior leaders. This
may include individuals providing examples of their lived experiences which can increase the
impact of the message and make the message more powerful.
Ensure that senior leaders are aware that the feedback and suggested changes are student
led and, as such, any changes implemented as a result are likely to be successful and
students are likely to positively engage with the implemented change.
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Consider the organisations strategy and how the feedback or suggested changes can
contribute to the overall operational and strategic goals of the HEI, perhaps by using a
cost/benefit approach.
Focus on the numbers, using evidence and the data collected to paint a picture of the
quantitative added value that the suggested change will make. For example, the suggested
changes may increase enrolments, retention, and attainment levels and a positive
movement in HE relevant league table results.
Focus on the added value of qualitative changes that may occur following the
implementation of the change including positive reputational benefits for the organisation.
Finally, if relevant, explain the positive impact the change will have for all students, whether
a disability is or is not disclosed, in addition to meeting the organisations legal duties.
Conclusion
In conclusion, HEIs need to constantly change and evolve to meet the needs of the disabled
student population, which is increasing year on year. Students and institutions should work
collaboratively to ensure that issues are identified and that challenges faced by disabled
students are ameliorated. HEIs should strive to provide the best possible experiences for
students who study within their organisations and by collaborating with disabled students,
using effective methods of communication and methods of data collection, students can be
involved in the cocreation and codesign of change initiatives which will be more successful
in the longer-term following implementation. Change is a continual process and, as such,
the changing disabled student populations voice should be regularly considered to ensure a
positive outcomes for individuals and for the organisation as a whole.
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Introduction
In my 20 years’ experience as a disability practitioner and researcher in higher and further
education, one constant which I have observed in my interactions with all disabled students
(whatever the nature of their impairment), as well as in my own lived experience as a
disabled person and disabled student, is that where the principles of Universal or inclusive
design are not applied to educational settings, disabled students face barriers to equitable
access to their teaching and learning creating an Educational Disability Penalty’ (EDP).
Within Universities, systems, policies and practices are not keeping pace with the success of
increased access to higher education for disabled people (Hubble & Bolton, 2021). In my
view, a paradigm shift away from models of support and funding predicated on an outdated
medical model of disability basis to models based on the social (Oliver, 1983) and
affirmative (Swain & French, 2000; Cameron, 2011) models of disability, following the
principles of inclusive design is required. I would argue that if universities are having to
make adjustments to their policies and practices for 20% or more of their student
populations, the problems lies with the policies and practices, not with the students. We
need to break the mould.

Context: The wider disability penalties
The wealth disability penalty
In the UK population disabled people are more likely to have lower household wealth than
non-disabled people, and ‘greater financial disadvantage in terms of income’, experiencing a
wealth penalty. Disabled people are also more likely to have lower socio-economic
classification, have lower lifetime earnings, as well as often having to meet additional costs
which are directly related to their impairment. These factors have knock on effects on
equality and social mobility (McKnight, 2014).

The opportunity disability penalty
National data on employment also show that there is a 28.8% lower employment rate for
disabled people when compared to non-disabled people. Disabled people also have far
higher unemployment and economic inactivity rates than non-disabled people (Powell,
2021). For disabled people the lowest rates of employment were in those disabled people
with autism, specific learning difficulties or mental health difficulties (ONS, 2021).
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Figure 1: Key labour market statistics by disability status (age 16-64, October – December
2020)
The UK’s Higher Education Statistics Agency (HESA) also reports that ‘a lower proportion of
graduates with a known disability go on to full-time employment than those with no known
disability. Graduates with a known disability were more likely to be in part-time
employment or voluntary work than graduates with no known disability’ (HESA, 2021). So, in
effect, there is also an employment disability penalty.
Despite positive Government data on increased access to higher education for disabled
people (Hubble & Bolton, 2021) the Office for National Statistics (ONS) 2021 report shows
that only 24.9% of disabled people1 had a degree while for non-disabled people the figure
was 42.7% (highest qualification), and whilst 4.6% of non-disabled people had no
qualification, for disabled people this figure was 13.3%.

The access disability penalty
Church and Marston (2003) also highlight the ‘access penalties’ faced by disabled people
related to the physical environment in both access to buildings, resources and the routes
between them. The Euan’s Guide 2021 Access Survey reports that ‘59% of disabled people
believe that COVID has made disabled access worse’ and that 73% of the respondents cited
poor physical accessibility as the reason behind curtailing or abandoning visits to specific
locations. AccessAble’s 2018 accessibility survey reported that 76% of respondents had
chosen not to visit specific venues because of the lack of accessibility information, and 68%
reported experiencing discrimination during visits as a direct result of accessibility issues.

The health and wellbeing disability penalty
Public Health England’s 2020 report on health inequalities documents how there is a
significant difference in life expectancy for disabled people in England. Shakespeare,
Ndagire & Seketi (2021) also highlight the Office for National Statistics data which shows
that disabled people were affected far more by the Covid-19 pandemic than non-disabled
people with both disabled men (3.1 times) and disabled women (3.5 times) more likely to
1

Aged 21-64 years
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die from Covid than non-disabled people. They argue that while there may have been some
benefits for some disabled people as a result of the pandemic (e.g. increased participation
where disabled people have access to the internet, as, for some, physical and
communication barriers were removed) the pandemic has highlighted the structural and
societal inequalities which disabled people face. On measures of wellbeing the ONS (2021)
also reports that disabled people scored significantly lower on assessments for life
satisfaction and happiness and significantly higher on measures of anxiety.

The Educational Disability Penalty (EDP)
Turning the focus towards tertiary education in the UK, it is clear that there are also
penalties faced by disabled people in relation to their access to and experience of education
in Universities and Colleges. This is true across the breadth of impairments: students with
specific learning difficulties experience a time and academic outcomes penalty due to
processing or working memory issues (Butterworth & Kovas, 2013; Duncan & Purcell, 2017;
Hatcher, Snowling, & Griffiths, 2002; Kaufman & Lichtenberger, 2009) students with autism
because of difficulty with interpretation of unclear, vague or overly complex language, lack
of predictability, clarity, and consistency in communication, structure and organisational
factors (Byrne, 2020; Chown, Baker-Rogers, Hughes, Cossburn & Byrne, 2018; Hastwell,
Martin, Baron-Cohen & Harding, 2013; Madriaga & Goodley, 2010; Martin & Cannon, 2021;
Van Hees, Moyson & Roeyers, 2015); students with long-term health conditions due to the
effects of fatigue or the impact of medication on cognition (Hughes, Corcoran & Slee, 2016);
students with physical impairments due to issues with access (Collins, Azmat & Rentschler,
2019), or the need to use assistive technology (Seale, Georgeson, Mamas & Swain, 2015);
students with mental health difficulties due to anxiety or issues with concentration and
engagement (Wierenga, Landstedt, & Wyn, 2013) and students with sensory impairments
due to the inaccessibility of information (Wilkens, Haage, Lüttmann, & Bühler, 2021).
Recent research within on UK university indicates that there is a significantly statistical
difference in the academic outcomes of students with specific learning difficulties in arts
and humanities subjects (Duncan & Purcell, 2020) when compared with their non-disabled
peers. These findings are supported by national data which show a 2.8% negative
attainment gap when compared with non-disabled peers (OfS, 2019). This is also born out in
my own as yet unpublished research looking at students in STEM subjects where there is a
consistent and persistent (over a 9 year period) 2.5 – 3.0 percentage point gap between the
outcomes of disabled students when compared to their non-disabled peers, and that this
gap is concentrated around the important 60% grade boundary which can therefore have an
influential impact on classification.
As a result of the barriers highlighted, there is often no choice for the student other than to
enter into lengthy, time-consuming and administratively heavy processes to request
changes (reasonable adjustments) to try and alleviate the disadvantage which would
otherwise be faced. These issues are arguably a result of universities focussing more on the
duty to make reasonable adjustments (as enshrined in the Equality Act, 2010), rather than
the fact that the duty is anticipatory. Why should the student have to request changes to
existing processes because these processes substantially disadvantage them as a direct
result of the impact of their disability? Where does the problem lie? With the student? Or
with the design of the system? As part of this process to seek adjustments disabled students
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also often have to repeatedly ‘disclose’ and discuss their impairment/disability and the
impact it has on them. For many, this experience feels patronising and belittling; disabled
students report that they are often made to feel that they should be grateful just because
action has been taken to mitigate the impact of a disabling policy, process or policy, when in
fact, the barrier should have been anticipated at the design phase and modified then (i.e.
not included in the first place), so there is no need to take reactive remedial action.
“..actually keep disabled students in mind when coming up with plans/strategies.
There were several times when I had to lobby management at my University to
change policies to make them more accessible, or to ensure disabled students were
considered in the plans. Disabled students felt like an afterthought”. (Disabled
Students UK, 2022).
The latest data (for the 2020-21 academic year) on the proportion of students who have
disclosed a disability in the UK who are in Higher Education (as a proportion of the total
student population) is 15% (HESA, 2022). This data is drawn mainly from admissions data
and therefore may not include all of the data representing the significant minority of
students who disclose a disability after admission (in my own institution nearly 40% of
disclosures were post-admission) and so is likely to underestimate the true proportion of
disabled students nationally. If such a large minority of our students are having to request
changes to our processes, should we not be changing the processes so that the fewest
possible requests are necessary?
This is why I prefer the term ‘access requirements’ over ‘reasonable adjustments’ (although
recognising that the latter term does have an important and specific legal meaning) as I feel
this puts the emphasis on the anticipatory element of universities’ legal duties. I would
argue that as educational institutions we should not be looking to be reasonable and make
adjustments for disabled people because we have a designed a system that knowingly
excludes them, and then expect them to feel grateful. As educators, we have a legal duty to
provide disabled people with access to their education and to anticipate the barriers they
might face. Where barriers exist; even where they can be removed or mitigated by
‘reasonable’ adjustments, higher education institutions should be looking at how they can
design these barriers out; to not create the barrier which we then have to design
adjustments for after the fact. As disabled student numbers rise year on year, the
administrative processes required to determine and communicate these recommendations
for barrier removal become unviable and ineffective, leading to poor educational
experiences and outcomes for disabled students, and overloaded staff in disability services,
in other connected professional services teams, and for administrative and academic staff in
colleges, faculties and departments. The system is broken.
Furthermore, having things take additional time is the last thing which a disabled student
needs. So many other aspects of disabled students’ lives already take longer as a direct
result of the impact of their impairment. So, the last outcome we should be facilitating as
educators and professional services staff is throwing an additional time penalty into the mix.
May & Bridger express this well in their 2010 (12 years ago!) report for the Higher Education
Academy, ‘Developing and embedding inclusive policy and practice in higher education’.
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An inclusive approach necessitates a shift away from supporting specific student
groups through a discrete set of policies or time-bound interventions, towards equity
considerations being embedded within all functions of the institution and treated as
an ongoing process of quality enhancement. Making a shift of such magnitude
requires cultural and systemic change at both the policy and practice levels. (May &
Bridger, 2010, p.2)
More recently the emphasis on inclusive practice has been more prominent in guidance
from policy-makers and regulatory bodies as well as student organisations, such as the
Department for Education’s ‘Inclusive Teaching and Learning in Higher Education as a route
to Excellence’ (DfE, 2017); the Office of the Independent Adjudicator’s ‘Good Practice
Framework: Supporting Disabled Students’, (OIA, 2017); The Office for Students ‘Insight
Briefing: Beyond the bare minimum. Are universities and colleges doing enough for disabled
students?’ (OfS, 2019); The Disabled Students’ Commission ‘Exploring the impact of Covid19 on disabled students’ experiences: in-depth qualitative report’, (DSC, 2022) and the
Disabled Students UK ‘Going back is not a choice’ report (DSUK, 2022).
The Student Loans Company (SLC) annual guidance on Disabled Students’ Allowances (DSAs)
to higher education providers (HEPs) states that:
The learning environment should be as inclusive as possible, so that the need for
individual interventions is the exception, not the rule. HEPs should engage in a
continual improvement cycle developing inclusive practice, with the aim of reducing
the number of individual interventions required (SLC, 2020).
It is worth noting that, in the DfE 2017 publication on inclusive teaching the affirmative
model of disability is cited (the first reference I have found in an official Government
published document), marking an important shift in official philosophical position (even if
the cynic in me feels the primary motivator was saving money). This guidance encourages a
move beyond the current individualistic orthodoxy in models of disabled student support what Liasidou calls ‘deficit-oriented’ perspectives (2014). It promotes a universal approach
where disability and impairment are normalised, differences are accepted, and calls for
these principles to be demonstrated in the design and development of educational policy
and practice.
Despite the Social Model’s usefulness in moving the discourse away from a personal deficit
medical model and developing understanding that disability is situational/environmental, it
can be argued that the Social Model continues to problematise disability in that it situates
the problem with society rather than the individual (Martin, 2012). Swain & French suggest
that movement away from this problematisation can be achieved by placing greater focus
on the positive aspects of disability (whilst recognising that some impairments do have
inherent negative aspects, for example, the experience of pain) and the ubiquity of
impairment; what they describe as the “non-tragic view”. For them, “personal tragedy has
been reconceptualised as frustration and anger in the face of marginalisation and
institutionalised discrimination”, (Swain & French, 2000, p. 577).
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Colin Cameron (2010, 2011, 2014) took Swain and French’s original concept, which stopped
short of providing a defined theoretical affirmative model of disability and developed what
he described as “a practical tool for making sense of the everyday experience of living with
impairment in a disabling society” (2011, p.10).
Based on his research with disabled people, Cameron drew up new definitions of ‘disability’
and ‘impairment’ within the Affirmative Model. He proposed the following definitions:
Impairment: physical, sensory, emotional and cognitive difference, divergent from
socially valued norms of embodiment, to be expected and respected on its own
terms in a diverse society.
Disability: a personal and social role which simultaneously invalidates the subject
position of people with impairments and validates the subject position of those
identified as non-disabled. (Cameron, 2010, p.113)
Cameron reframes disability as “the ontological price paid by people with significant
impairments for the relative security and comfort of those able to occupy what Rosemarie
Thomson has termed ‘the normate position’ (1997)” (2011, p. 21). The affirmative model
stresses the importance of valuing people for who they are rather than focussing on what
they are not. He posits that the affirmative model is “a tool to be used by practitioners
working alongside disabled people in examining their own roles in sustaining or challenging
disabling expectations and relationships, and in working as allies who have a role in
transforming the structures and institutions by which all our lives are shaped.” (2011, p. 22).
This shift of emphasis from the social model to the affirmative model has potential to be
influential in the development of inclusive teaching and learning policy and practices in
tertiary education. It also presents an opportunity to reduce the barriers which disabled
students face, developing a greater focus on understanding what these barriers are and
designing them out. It also holds the potential to support movement away from systems,
processes and ways of thinking about disability equality which are primarily focussed on
reactive individualised adjustments.
However, despite this developing emphasis on inclusion and accessibility some (Ahmed
2012; Gibson, 2015) argue that in reality very little has yet changed, with disabled students
mostly shoe-horned into established models of support and teaching.
Inclusive policy, such as it was and is, endeavours to relocate disabled students into
mainstream systems’, and therefore ‘a misunderstood and misrepresented form of
‘inclusion’ is practised in education. ‘Inclusion’ becomes about attempts to induct
that which is ‘different’ into already established forms and dominant institutional
cultures. (Gibson, 2015, p878).
Promoting understanding of the affirmative model as a relatively new conception of
disability has the potential to inform strategic thinking on provision of support for disabled
students in higher education. University disability services can often find themselves caught
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between their own affirmative philosophical positions and the need to facilitate support for
disabled students via national and institutional systems and processes that have an
inherently medical model design. In order to access funding and support, students in the UK
HE sector have to present evidence, have to prove they fall under the legal definition of
disability, have to disclose their disability2. It is vital that staff working in disability services
within higher education have an awareness of the importance of an affirmative model of
disability approach, can articulate this successfully to academic staff, senior leaders and
policy and quality assurance teams, and can use this to influence teaching, learning and
assessment policy and practices within their own institutions. Without this understanding,
and without being able to communicate the importance of this fundamental shift in the
conceptualisation of disability equality, in some ways disability services may end up
unwittingly perpetuating the very models which disadvantage disabled students.
Technological innovations and disability support services are incomplete and even
pernicious in terms of their potential stigmatising power unless under-pinned by a
critical understanding of the highly political and complex nature of disability.
(Liasidou, 2014, p. 131)
Furthermore, as Liasidou alludes to above (2014), whilst disabled students view the
provision of assistive technology positively, the use of specialist software, recording devices
and other assistive tools can still lead to an additional burden of time over and above that
required for their non-disabled peers (Seale et al., 2015) reinforcing the Educational
Disability Penalty. This observation is important in that the benefits of technological
developments need to be seen as universal interventions, rather than specifically targeted
solutions for specific groups of students or people.
Within tertiary education a medical model conceptualisation of assistive technology
persists. To emphasise the potential universal benefits JISC3 has sought to replace the term
‘assistive technology’, with the term ‘productivity tools’ to make it clear that such
interventions are not solely for the use of disabled people, or only for those with specific
impairments (Jisc, 2017). Also, using the term ‘productivity tools’ may go some way to
reduce any stigma connected to assistive technology being viewed as only being for disabled
people. This can help to develop what Seale, et al., have called ‘bridging capital’ (2015)
challenging the dominant binary view of disability. Foley and Ferri argue that assistive
technology can be more positively viewed as, “a global, accessible and inclusive concept, not
one that requires a qualifier based on who it is for” (2012, p.196), warning against
conceptualising assistive technology as something with isolates or separates specific groups.
Studies which have analysed disabled students use of assistive technology in higher
education in the UK (Cobham, Coupe, Broadbent, E., & Broadbent, S., 2001; Draffan, Evans,
& Blenkhorn, 2007; Draffan, James, Wilkinson, & Viney, 2014), indicate that assistive
2

Note not their ‘impairment’.
JISC formerly the Joint Information Systems Committee) is a UK not-for-profit organisation
providing advice and guidance on assistive technology and digital resources, established by
UK Government in 1993 to support the higher education sector in this area.
3
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technology is valued and assists in enabling equitable access and more effective academic
outcomes and experiences, helping to ameliorate the impacts of disabled students
impairments on study.
One example of the universal benefits of assistive technology/productivity tools in the
educational setting, and which is the focus of my doctoral research, is the provision of
lecture recordings for all students. When disabled students have access to such recordings
they are freed from the time-consuming activity of managing their own digital recording
devices and associated activities4, and can redirect this time to more productive learning
activities. If lecture recordings are not available disabled students have to engage in a
lengthy administrative process to seek and be granted permission to record and then have
to facilitate the recording and the management of the devices and the data. Or in some
cases, university disability services are required to organise the provision of human support
workers to take notes for the student. Providing lecture capture, giving all students access
to lecture recordings, is a prime exemplar of the effective meeting of assistive technology
and inclusive/universal design, as disabled students who have recordings of lectures
available to them access educational content in exactly the same way as their non-disabled
peers without special treatment or adaptation. If it is required, the lecture material, once it
has been accessed, can then be manipulated in a variety of ways which meet specific
disability-related requirements.
One matter on which all recent studies concur is that lecture capture technology is highly
popular with students (Witton, 2017). Moes & Young’s synthesis of research on lecture
capture reports that “student attitudes towards recorded lectures in the literature are
almost always reported as positive (e.g. Russell and Mattick 2005, Von Konsky, Ivins, &
Gribble, 2009; Karakostas, Demetriadis, Ragazou, & Amarlariotou, 2010)”, (2014, p.8).
Owston, Lupshenyuk, & Wideman, (2011) provide an effective summary of the benefits and
value which students attribute to lecture capture recordings. They report that students feel
that they have greater control over their learning (they can choose where, when, how much
they watch, and at what speed); that stress and anxiety are reduced by the knowledge that
notes taken in lectures can be supplemented by watching recordings; that sections missed
or not understood can be revisited, and that where lectures have been missed there is an
available record.
And yet, in many institutions there is still a considerable push back on the universal
provision of lecture recordings, often citing academic concern related to attendance, impact
on teaching quality and other technical concerns (Heilesen, 2010; Joseph-Richard et al.,
2018; Karnad, 2013; Moes & Young, 2014; Nordmann and McGeorge, 2018; O’Callaghan,
Neumann, Jones, & Creed, 2017; Rios-Amaya et al., 2016).
So, whilst it can be argued that progress on the path to more inclusive educational practice
is being made, and understanding of more affirmative conceptualisations of disability is
developing, there are still many challenges and bumps in the road. It is important that as
4

Ensuring recording devices are operational, placing in each lecture, downloading
recordings, linking to other software packages.
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practitioners we can articulate role of inclusive design, of more affirmative approaches to
disability support, and of the use of technology to create teaching and learning
environments which can reduce the Educational Disability Penalty whilst also benefitting the
educational experiences of all students.
More widely, disability services also face significant national and institutional challenges, in
that regulations, systems and processes related to support for disabled students are still
very much predicated on a medical model design. Any successful attempt to navigate out of
this quandary will be required to find innovative, efficient and effective solutions to these
problems whilst also ensuring that institutions can demonstrate that they are meeting their
legal duties to disabled students. These solutions require a re-imagining and reshaping of
disability services. They also need to be designed to be universally beneficial rather than
focusing on one sub-group and should aim to remove, or at minimum rely far less on, the
need for labelling, the need for disclosure, for ‘evidence’, for othering.

What is the direction of travel for the sector? How are ways of thinking about
disability support changing?
In recent years, a number of reports and guidance documents have been published by policy
makers (DfE, 2017), regulatory and sector representative bodies (OIA, 2017; OfS, 2019; SLC
2020; DSC, 2022) and by student groups (DSUK, 2022) which support and encourage a move
towards a more inclusive and affirmative model approach to teaching, learning and
assessment in relation to disabled students (and other groups representing protected
characteristics under the Equality Act). The shift in emphasis in these paper and reports has
been emphasised by leading disability practitioners (Draffan, James & Martin, 2017; Moriña,
2017; Martin, et al., 2019).
There is a level of consistency in the recommendations across all of the reports, papers and
articles, which I have summarised here:
• There is a fundamental need for buy in, ownership and support from senior leaders
to the development of more inclusive practices and creating the structures which
support that development
• In order for these changes to succeed there is a requirement for overarching
institutional policies and guidance on accessibility and inclusive practice
• Ensuring that all staff (academic and professional services) are aware of the
anticipatory duty within the Equality Act and focus on the inclusive design and
delivery of teaching, learning and assessment in order that the necessity for reactive
reasonable adjustments is reduced
• Ensuring that all teaching and support staff have received training on accessibility
and inclusive practice
• Ensuring that all staff understand the importance of accessible information, and,
importantly, how to create accessible information, accessible teaching and learning
materials
• Ensuring that all staff understand the value and impact which providing recordings of
lectures and other teaching sessions provides to disabled students in particular, but
also to all students
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•
•
•

Developing an understanding that it is dangerous to consider disabled students as a
homogenous group, as experiences can vary hugely as a result of the differing effects
of a wide range of impairments (and within students with the same impairment).
Developing an understanding that diversifying assessment means offering a choice in
assessment mode (rather than increased flexibility within a single mode of
assessment) to accommodate difference; moving away from a deficit approach
Disabled students’ voices need to be heard more and reflected in policy and practice
through co-design

And yet, outside of some higher education institutions such as De Monfort University (which
has adopted Universal Design for Learning (UDL) as a core principle within its Strategic
Framework) and London Southbank University (which launched The Inclusive Curriculum
and Accessibility Project back in 2009) progress across the higher education sector is at best
patchy. There is some good progress and many institutions now have policies, have
academic development programmes, which focus on the development of inclusive practice
and design and promote social model and even affirmative models of support – however, I
would contend that the structure of many university disability service teams and internal
and external funding and support mechanisms, may hinder rather then help this process
towards an institutional and sector approach which truly embraces and demonstrates the
principles of universal design for learning.

There is a way out of every box, a solution to every puzzle; it’s just a matter
of finding it. (Star Trek: The Next Generation, 1993).
So what needs to happen? What can we do as disability/inclusion practitioners? The first
thing we need to develop is a much better understanding at senior levels within our
institutions that all disabled students in higher education face an educational disability
penalty in some way or other, and that these experiences differ at an individual level. We
need to do everything we can to apply the principles of Universal Design to develop
teaching learning and assessment processes and policies which do not create additional
barriers.
If this senior level support does not exist we need to lobby for an overarching accessibility
policy within our institutions to help to develop the understanding that accessibility touches
every part of our institutions, it is not just about teaching and learning and assessment. It’s
about our estate, about procurement, how we run events, our internal processes for staff,
our digital content; it’s about everything which we do. This requires cultural change. Senior
leaders and academic staff understand that we have legal duties in respect of disabled
students, but I would argue that this has been interpreted (and is still interpreted) as
meaning a focus on barrier removal, rather than a need for a fundamental redesign; the
anticipatory element has been overlooked. There are already models for the application of
the principles of Universal Design at an institutional level which we should be promoting as
practitioners (Burgstahler & Cory, 2010). We need to keep banging the drum and finding our
key allies and the levers to make people notice and take action.
I would also argue that our legal duties in respect of disabled students should be seen as a
regulatory duty, in the same way that Health & Safety is now seen (which was not the case
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back in the 1970s). Universities have statutory duties in both regards, but when it comes to
our duties to disabled students, at times, they appear to be treated as optional when, for
some, the practical application of them appears troublesome. Creative rationales are
developed to argue why things should not be done. We need to have the courage to
challenge when this happens. A colleague said to a group of disability practitioners at a
conference session at which I was present (and I am truly sorry that I cannot attribute this to
them here as I cannot recall who) that the question to ask when the chips are down and you
were meeting this kind of resistance, ‘so, what proportion of our students are we content to
knowingly discriminate against?’. Use the current focus on awarding gaps for students with
protected characteristics in the access and participation plans (APPs) which the Office for
Students (OfS) requires of higher education institutions to help to focus minds on why our
disabled students are not achieving to their true potential.
With this in mind, training for staff on accessibility and inclusive design should, in my view,
be mandatory and for new staff should also be a condition of passing probation periods. It is
very difficult to achieve cultural change if we let some key staff opt out of training related to
statutory requirements.
A major criticism which many disability services face is that they are too removed from the
coal-face of teaching, learning and assessment and too centralised; that it is easy for them
to issue recommendations from the centre at a distance from the reality of actually having
to put these things in place. This can lead to support recommendation documents being
seen by academic staff as being too generic, not meaningful and not reflective of the
specificities of teaching and learning and assessment in individual disciplines and courses. To
a large extent I think this criticism has merit. What we need is more integration of disability
specialist into departments and faculties working with academic and support staff on the
ground, getting to understand the detail and the context of delivery in order that
recommendations make sense to academic staff and are seen as understandable and
helpful. This closer contact would also allow disability and inclusion experts to work with
academic and administrative staff in departments and faculties in the development of more
inclusive practices and in designing more inclusive teaching, learning and assessment. Closer
ties with academic development teams and policy and quality teams are also essential as
those teams have influence over the priority with which accessibility and inclusion are
reinforced through training and development and through course design, approval and
quality assurance processes.
Having led centralised disability teams in both further and higher education for over 20
years, I have come to the difficult conclusion that centralised disability services have
potentially unwittingly undermined the speed of progress of the inclusive teaching and
learning agenda. This is not a criticism of the dedicated professional staff who work in such
services; far from it. I’m one of them. It is more to do with the external (national) and
internal (institutional) structures, policies and practices that create the framework within
which we have to operate. Medical model funding and support structures, combined with a
social model focus on barrier removal have created a system which might have worked well
(even that is debatable) when disabled students represented under 5% of the total student
population, but is unable to function when disabled students in most institutions now

27

represent around or above 20% of all students. The model is breaking, if not already broken.
And, if not already broken it needs breaking and reframing. Things fall apart, the centre
cannot hold (Yeats, 1921).
In my view what is needed is more contextualised and embedded disability support, where
disability and inclusion practitioners work directly with academic and support staff, within
departments and faculties, with academic development colleagues, with quality and policy
teams and with library professionals. Disability practitioners need to spend less time
working in isolation in their offices time writing recommendations for students in support
documents which sometimes never get read, or which get criticised for being too generic or
not reflective of the specific nature of teaching and learning within a particular discipline.
They need to work directly in conjunction and partnership with academic and support staff
in departments and faculties to help facilitate the development of more inclusive practice in
the design of teaching, learning and assessment.
In the instances in my own institution where my team have created the opportunity to work
directly on curriculum and teaching, learning and assessment design (mostly as an outcome
of a complaint from an academic member of staff about too generic advice and
recommendations) the outcomes for staff, students and disability services staff have been
notable (Williams, Demery, Davies, R. & Harding, 2019). Partnerships have been created and
students have benefitted. We also need to recognise the real pressures faced by academic
staff, particularly during and coming out of a pandemic and we need to develop this
collaborative working. Otherwise, our attempts to provide support may be resisted as just
another thing for a very busy academic to do; we need to be clear as to how this partnership
working would provide tangible benefits and ultimately save them time (i.e. not having to
deal with multiple requests for reasonable adjustments, reducing the need for redesign or
production of alternative formats). This also involves meaningful engagement and co-design
with students, and, importantly, ensuring that when policies and practices are designed
inclusively that students understand how access requirements for students with a range of
impairments have been factored in.
We need the student voice to be heard more strongly – in the end, students are the experts
on the impact of their impairments; they know what strategies work. By entering into
meaningful and constructive dialogue, rather than approaching students with an element of
mistrust, more effective solutions and strategies can be found. Other areas where stronger
links can be usefully formed are with library staff who are often unappreciated as a key
function and link between academic staff, support services staff and students, and are often
well versed in assistive technology and the principles of inclusive design.
The issues which most of us who have to manage disability teams within higher education
face in terms of staffing and financial resources are reflected in the recent reports (DSC
2021, DSUK, 2022). But these have been the same issues for decades. Something is not
working. Our message is not getting across. We need to be more strategic; we need to find
the right buttons to press. In a variety of different events which I have attended, senior
academic leaders have given advice on other potential levers to the promotion and
embedding of the principles of inclusive practice and accessibility within institutions, and
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suggested ways of getting this message into the eye line of senior decision makers. These
suggestions have included lobbying for the evidenced demonstration of inclusive practice to
be a clear criteria within academic promotion pathways and ensuring that duties related to
accessibility and inclusion are specifically referenced in the job profiles of senior leaders.
Getting access and inclusion on the university’s risk register was another.
Furthermore, I strongly believe that we need to stop making students having to make
themselves legally disabled just so that they can access funding streams and support. I
would argue that this is what has caused the current medical model funding and support
system for disabled students in higher education to have reached the point of collapse. It is
not unusual for individual disability advisers to have case-loads of over 700 students. This is
unsustainable. In a reaction to the creaking DSAs system, where waiting times from
application to award can be over 3 months and where the administrative time penalty is
high, many universities now have developed their own internal systems which allow
students to access support based on need, rather than on a requirement for evidence and
for disclosure, because they know that otherwise these students will be penalised in having
to wait for support. As practitioners we know that the one thing a disabled student cannot
afford to lose is time, given all the other time penalties they already face. We need to have
the courage to remove the evidential bar, and create more inclusive support services which
meet the needs of students, in the context of our own institutions, which any student can
access.
We need to stop designing processes and systems which add additional time penalties for
students who already have a disability time penalty as an outcome of the impact of their
impairments within the societal and educational context they have no options but to
operate within. We know that 20% of our student population are disabled students; we
know that they are disabled by the design of our policies and practices. So who should we
expect to change - The students, or our policies and practices? The answer is clear.

Conclusion
There needs to be greater recognition and understanding of the time and other penalties
which disabled people face as everyday occurrences and an acceptance that, in not thinking
about how our curriculum, our courses, the delivery of our teaching and learning and
assessment practices are designed, as educationalists we add an additional educational
disability penalty. Within the last few years, the principles of inclusive design or universal
design for learning have more prominence in the discourse within higher education
institutions, and in the guidance we receive from government and regulatory and advisory
bodies. However, apart from in a few institutions these principles have yet to find real
traction and tangible outcomes for students and staff. This has to be raised higher in the
order of priority for our institutions.
Disability Services and disability practitioners cannot do this alone. We need to find those
allies in our senior leadership, in our academic and professional service colleagues. We need
to promote and embed a true understanding of the affirmative model of disability and how
systems and support mechanisms designed on this basis can equally benefit our institutions,
our staff and our students. We need to highlight and challenge the educational disability
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penalty faced by our students and find ways to design this out of our policies and practices.
This has to be an institutional approach, and credit goes to those institutions who have truly
engaged with this cultural change.
Disability practitioners need to be freed from the shackles of being tied to their computers
writing support documents which are only required because we have designed systems that
knowingly disadvantage an increasingly significant minority of our students. The value we
can provide as practitioners for our students and our institutions is to be out there in the
field, working with academic, professional services and support staff in departments and
faculties focussing on design of teaching learning and assessment, as well as really listening
to our students and ensuring they have an active and meaningful involvement in this
process of change.
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Looking in the mirror: A Reflection on the Doctoral Journey,
Learning Difference and Intersectionality. Sarah Hopp Ed.D.

Abstract
A personal account of a professional doctoral dissertation journey that led to an
adult diagnosis of dyspraxia. This article highlights the centrality of the mutual
learning journey between the teacher and the learner and the role that
intersectionality plays in individual identity, perspective and the development of
working relationships. Moreover, this article suggests that key to disability research
are individual voices and narratives including personal life stories emphasizing the
importance of acknowledging a broad understanding of what it means to be human.

Introduction
This article is a personal reflection of my professional doctoral journey as an educational
researcher and the Head of Additional Learning Support and Inclusion at a mainstream
inner-London sixth form college. In what follows, I hope to provide some insight into my
own experiences and the interrelatedness of being diagnosed as Dyspraxic, being a
researcher, my daily teaching and my interaction with the neurodivergent learners that I
support. This article picks up on the themes of my doctoral dissertation, which was a
conceptual reflection on improving support for autistic learners in the post-16 classroom
through dialogical working relationships of trust. Moreover, the dissertation highlights the
complex interrelatedness of different parts of an individual’s self-identity and how these
intersecting factors influence working relationships. This includes perspective and beliefs
formed by the individual’s emotional and biological disposition and the cultural, social and
religious influences of the communities within which the individual is brought up and
resides. As experiences, perspectives and beliefs may vary so much, I argue that individual
voice, narrative and respectful dialogue with each other. Moreover, they are imperative to
the expansion of understanding each other and overcoming assumptions, prejudice and
barriers, and to the continual evolution of the nature of disability studies. However, it is
important to note that both my dissertation and this article are based upon my own
experiences and cannot be generalized.
This article is written through the lens of that akin to the predicament model. This model of
understanding neurodiversity and disability, according to Anderson-Chavvaria (2021) takes
into consideration a person’s own unique and highly variable experience and the
complexities of an individual’s identity including disability which may be perceived as both a
positive experience and negative experience. For example, as a dyspraxic person, I have
tracking difficulties. I need to work from two computer screens when writing reports that
involve two or more sources of data. If I do not have this facility, I will constantly lose my
place in the document and it will take me twice as long and a lot more energy to complete
work, after which I will feel mentally and physically exhausted. An unsatisfactory working
environment does not provide me with the capability to flourish. However, with the two
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screens in place my difficulties with tracking and co-ordination diminish and I can process
information quickly and efficiently, think divergently and find effective and unique solutions
to problems. This is because of the way that my brain processes information. Working in an
environment which removes barriers for me and enables my strengths to shine and which
includes digital tools and universal design for learning has resulted in the award of two
FE/HE national awards for innovation in the inclusive curriculum. My dyspraxia then
becomes a strength instead of a weakness.
Additionally, Shakespeare (2014) argues that the predicament model recognizes the
complexity of an individual’s biological and psychological disposition and perception in
relation to their cultural and social context, life experience and influences. He highlights the
point that it is not just barriers created by society that prevent an individual from
developing and that exclude individuals from participation. Moreover, it is also an
individual’s physiological limitations intersecting with their environment, society and culture
that may prevent them from successfully fulfilling a role. Furthermore, he makes the point
that these physiological, cognitive or psychological limitations are not necessarily negative.
Shakespeare (2014) asserts that all people are born vulnerable in one way or another and
that just being alive entails problems, it is part of the human condition, vulnerability is not
necessarily a weakness.
Shakespeare (2014) also suggests that difficult experiences in life can bring about a sense of
perspective or true value that people who lead easier lives may not experience. He argues
that human beings are capable of adapting to almost any situation, finding happiness in
other areas and leading a generally fulfilling life. It should therefore not be assumed that
because people are differently-abled that they are unhappy. Furthermore, through
dialogical relationships where such life experiences can be shared, for example, between
the learner and teacher/lecturer in the classroom, these values and experiences can provide
life lessons and influence the emotional and social development and flourishing of both
parties in a mutual learning journey. However, as with any model, the predicament model is
not perfect. Personally, I feel that the word ‘predicament’ has a negative connotation even
if the concept does not as I do not feel that all of my life experiences are a predicament,
even the positive ones, and it is to my life experiences which I now turn.

My Own Diagnosis and Doctoral Experience
The concept of diagnosis and labelling is one of contention. According to Arnold et al.
(2022), disclosing a diagnosis can lead to both support and/or discrimination. Experiences of
having a diagnosis may either be a relief or induce fear, particularly around the question of
identity. When I originally decided to do a conceptual dissertation as a professional
specialist practitioner in education, I was of the view that a diagnosis was negative because I
felt that it created an ‘other’ or ‘out’ group. In this context, an ‘out’ group refers to a group
where some individuals are defined and labelled as not fitting in within generally accepted
social norms within society.
I believed that if we were all neurodivergent, that is all unique individuals, then there should
be a move away from diagnosis, at least from the medical deficit model. According to
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Goodley (2014) this model views an individual as having a deficiency within themselves, a
part of them that needs to be cured. However, I argue that the medical model presents an
ableist or narrow view of what it means to be human.
One of the aims of my dissertation was to highlight to others, and to better understand for
myself, the difficulties students had described to me first hand. However, it had not
occurred to me that my own experience of being dyspraxic would be instrumental in the
analysis and writing of my dissertation. I was soon to have a personal epiphany. Discussing
the experiences of the students and hearing their stories, I found that they were often
similar to my own, it was like looking in the mirror. Because of this I decided to be assessed.
When I was diagnosed with Developmental Co-ordination Disorder (DCD), the official
diagnostic term for Dyspraxia, I needed to emotionally come to terms with my diagnosis.
Although my initial reaction was one of relief, as I had always felt that there was something
and others had always made comments that suggested they also felt this, I simultaneously
felt ashamed but could not understand why. This made me reflect on how, as a practitioner
I had not adequately questioned the labelling of students through diagnosis or reflected on
the emotional effects both positive and negative that a diagnosis might have on a learner’s
identity and the assumptions people may make about them.
Through the mutual experience of having a diagnosis and having conversations about it, I
found that my own diagnosis of dyspraxia actually brought me closer to the learners.
Whereas I had always considered myself to be a carer with a responsibility to provide an
opportunity for learners to discover themselves in relation to the society in which they are
living, after my diagnosis I found that I was going through a similar process of discovery
about who I was. I was vulnerable and the students were caring for me. In this respect we
were all socially vulnerable and interdependent as human beings. This was demonstrated
when, after I had shared my diagnosis, some people both within professional and personal
contexts, many of whom had known me for years, spoke to me as if I was unintelligent or
rolled their eyes as if they did not believe me. I was still the same person, a successful Head
of Department who had won practitioner awards and who mentors trainee, newly qualified
teachers and Special Educational Needs and Disability Co-ordinators (SENDCos) who are
new to post. I was still the same person who people came to for advice and to problemsolve. Yet somehow reactions towards me had changed and I felt I was met with looks of
confusion, of mistrust and sometimes disdain. This did not make me feel angry, but
ashamed for getting my words mixed up or for forgetting them and it made me selfconscious about the movement of my hands as I talk. I then became frustrated at the
realisation that I have a right to articulate ideas with my hands when I talk if I need to or
want to do so. This is not unprofessional or weird: it is just different and suggested to me
that society can have a narrow view of what it means to be human. Suddenly, the theory
that I had been reading and relating to learners became very real for me and, through this
experience, I began to much better understand some of the experiences of my autistic
learners. However, it is important to note that not everyone treated me this way. The
majority of people wanted to support and understand me, but even some of those people
patronised me. This gave my working relationship with the autistic learners I teach another
dimension. I had a connection with them that I had not had before as I was experiencing
first-hand with them what it feels like to be labelled. I had always thought that I never had a
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‘them and us’ attitude but having undergone this experience, I realized that I actually had
just that attitude before my diagnosis, I had not realized what it truly meant.

I discussed my experiences at length with the learners and they reflected back to me what I
had always told them but never really understood myself until I had this encounter: I should
celebrate who I am. I found myself thinking back to my childhood. I was always losing
things, putting my clothes on upside down and inside out, being laughed at for not being
able to swim in a straight line, or for never being able to catch a ball, for feeling excruciating
panic when I could not find my plane ticket after having checked it was there several times
beforehand. I remembered how I would say the wrong thing to people when in my head I
had meant to say the opposite, or ignore people because I had not processed that they were
talking to me, then feeling ashamed and anxious at any social gathering. This had had a
detrimental impact on my self-esteem. I was constantly worried about what people think of
me and as a result always tried to please people. In contrast, my learners told me that had I
not been born the way I had been born, if I was not who I am, I would not be the empathiser
who always tries to relate to others as if she were in their shoes. They would not have
someone who advocates for them in such a strong way, with such a strong voice. I would
not be the creative and divergent thinker, the problem solver, the person who never gives
up. I believe that I would not have developed these attributes if I had not undergone the
experiences in my early life that I describe above.
Furthermore, I realised that, over the years, I had developed a perfectionist attitude to
compensate for focusing on myself in a critical way due to my early life experiences which
had, at least partially, been brought about by people misunderstanding me and by my
misunderstanding of myself and others. I believe that this misunderstanding had developed
over time through my interaction with the culture and various communities I was brought
up in. These interactions involved the other individuals with their own life experiences,
influences and perceptions in a complex way. I am the daughter of a Slavic immigrant who
fled communist Czechoslovakia and had to show great resilience, self-discipline and tenacity
when creating a new life in Western Europe and my mother is of Scottish /English heritage.
The varying values and influences that my parents were brought up with in their respective
cultures were instilled in me by my parents when I was a child. Although coming from two
cultures furnished me with rich and varied childhood experiences, growing up as a female in
the 1980s and 90s, there were also cultural tensions between my Scottish/English family
and Czech family. An additional layer of intersectionality is provided by my interactive
experiences with people at school, college, university and work. The interactions and
influences constantly influence and form my critical thinking, perspective and identity which
fluidly evolve over time. Each part of my identity, who I feel I am as a middle-aged woman
of mixed ethnic identity intersects to make me who I am as a unique and complex individual
with strengths and vulnerabilities.
My awareness of the interrelatedness of my own self-identity became salient through
seeing and discussing the intersectionality of the learners that I work with. In this way, my
learners taught me to better understand myself and it is through the writing of the
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dissertation and in discussion with them that I came to the realisation that teachers and
learners are on a continuum. They are not working in parallel on separate trajectories but
are connected in their humanity and their experiences, one teaching the other in ways akin
to Freire’s (1970) concept of learners as teachers and teachers as learners. This realisation
and connection with the learners I teach informed my way of knowing and producing
conceptual analysis because I was experiencing, first-hand, the feelings and thoughts that
the learners were describing to me and about which I was reading and writing. Through this
dialogical relationship, our journeys of knowledge and self-realisation were intertwined and
this brought to mind Fletcher-Watson et al.’s (2019) assertion that researchers and autistic
learners can be allies or co-creators of knowledge in research.
Of course, as we are all unique, I will not have the exact same disposition or perception of
life, and I may not experience the same difficulties or frustrations as any other individual.
Moreover, I am 30 years older than the learners with whom I work and so am further along
the path of life experience and see the world through a different lens in that respect. Also,
as a teacher of 25 years in a managerial position at an inner-London sixth form college, I
have a different status at the college from the learners. Socially, I lead a comfortable life as
a heterosexual, middle-class woman of mixed ethnicity. In contrast, many of my learners
come from ethnic minority backgrounds, some from very low-income families that struggle
to make ends meet on a daily basis. There are cultural, class, gender and sexuality
differences which all intersect and influence perception and identity. We also may
experience disability in different ways and some of us may not regard ourselves as being
disabled. However, we appear to be unified in some respects with certain life experiences,
namely feeling misunderstood and being treated in a negative way because of being
perceived as different. We also share a lot of our positive experiences together, for
example, discussing revolutionary ideas, problem solving or our atypical sensor of humour.
In this respect, we are a community, we receive validation from each other, through mutual
insight despite having our own differences. It is this affiliation, this mutual understanding
that bonds the students and teacher together, one teaching the other, both on an individual
life journey of self-realisation, a journey that is lifelong.

Self-identity and self-esteem
An integral part of an individual’s journey to self-realisation is the development of selfesteem, which evolves through our experiences interacting with other people within the
various communities that we live in. In particular, according to Rogers (1961) experiences in
our childhood play a large role in shaping our perspective, self-image and self-esteem. As
we grow, what we perceive as our successes and failures are affected by how we were
treated by our families, peers, teachers and community members. Shakespeare et al. (2019)
argue that these factors intersect and interact in complex ways that are individually
contextualised, form an individual’s thoughts, beliefs and perceptions and ultimately
influence self-identity.
Jang et al. (2022) carried out a survey in South Korea on the impact that the acceptance of
disability had on disabled adults. They found that low self-esteem was prominent for
middle-aged men who were married, urban, economic activists who had a mid-low
household income. The authors suggest that disabled males felt that they could not live up
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to the hyper-masculine ideal, the definition of being male that they had been brought up to
believe was truly male, as they felt that they somehow had a deficit. This highlights the
effects of intersectionality on the differently-abled individual.
Furthermore, Jang et al. (2022) found that subjects’ self-antagonism was high when there
was discontent about factors that were hard to change such as disability, height or gender
identity. They argue that individuals with negative self-awareness may be unable to
objectively accept their disability and are at high risk of developing low self-esteem.
Moreover, they suggest that internally they can be in emotional turmoil and may express
‘selfish behaviors and aggression externally’(p. 8). I have observed this with the young adult
disabled learners that I support. This demonstrates that conversations and social
connectedness, mutual respect and acceptance, particularly with role models such as
teachers/lecturers play a key role in developing self-esteem and positive identity.
Preston and Rew (2021) suggest that social connectedness, for example, family, college and
social support such as the support I received from my learners affect self-esteem and are
protective factors to social isolation. They further argue that there is a need to explore
spiritual, biological and sociocultural factors influencing social connectedness and mental
health in adolescents. However, interaction between the individual and other members of a
society may prevent a person from flourishing because of a lack of understanding including
having low expectations of learners. Jacobsen and Rosenthal (1992) describe the Pygmalion
Effect, the phenomenon of behaving and achieving in ways that confirm the expectations of
others. They argue that, when a teacher believes that a student is capable of achievement,
this has a positive effect on the learner’s own effort and belief in their own capacity to
achieve. Similarly, an assumption that a student will fail could ultimately end in the student
failing. Both students and teachers need to believe that they are capable of achievement
and they need to have high expectations of themselves. They need to be nurtured to do
this and the teacher should not assume that the learner can or cannot attain an outcome or
goal by themselves. This is where a teacher’s connectedness with their learners may play an
important role and it is to this that I now turn.

My connectedness with my learners as a researcher and educational
practitioner
According to Goodley (2014), a sense of power, validation and personal location help to
determine one’s identity, which is fluid and constantly evolving. This delineates the role of
discursive relationships in developing or damaging self-esteem and so educators have a
responsibility to choose the rhetoric with which they talk to the learner carefully. They need
to do this whilst self-reflecting on any biases they may hold both consciously and
subconsciously and stretching and challenging the learner’s perspectives. When learners
are questioned about their perceptions and beliefs in positive and inquisitive ways through
mutual and non-judgemental dialogue, they can develop the critical thinking and higher
learning skills required to make informed decisions and to think divergently. Moreover,
when relationships are truly dialogical and are borne out of mutual trust, the critical
thinking, knowledge and perspective of the teacher may be provide the learner with the
capability to evolve emotionally, socially and academically. Dodge and Ospina (2005)
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provide an example of such dialogical relationships between academic researchers and the
subjects they are studying. They argue that

academic researchers interact with the inhabitants of the world they are trying to
understand, regardless of whether they are interested in developing theory or
informing practice (p.410).
Furthermore, narrative and personal stories are collaborative in that the conversations that
take place between researchers and subjects deepen relationships and knowledge. They
may also bridge a knowledge gap in unique ways and inform research from unique
perspectives. This may be because each individual is a complex product of different parts of
their identity intersecting with and influencing each other. With so many unique individuals,
this may provide a rich and diverse communication space where concepts and
misunderstandings may be discussed, knowledge developed and barriers overcome. This is
why, I argue that research, policy development and educational practice including those
involved in government think tanks should hear the voice of the individual through their
stories. I believe that in this respect, individual voice can bring a certain fluency and
sophistication to disability research and developing understanding.

Our Connection and our differences: interrelatedness and intersectionality
Understanding another means acknowledging a range of interrelated factors in the
dynamics of exclusion and difficulty that come from the stereotyping of groups. By stereotyping groups, individual experience may be overlooked and the various complex influences
that are interrelatable to the marginalisation, exclusion or oppression that Crenshaw (1991)
describes may be ignored.
We all have multiple identities. We are all individuals that reside within various
communities and can belong to several different types of community at once, for example, a
religious community, a cultural community, a community that shares an interest such as a
historical society or a support group such as Autism Speaks. Whilst communities may
provide a sense of affiliation or belonging, and provide a feeling of solidarity, strength and
connectedness within wider society, they may also make an individual feel ostracised. For
example, a disabled individual that identifies as gender fluid may feel ostracised by a
disability community group, even though they may feel affiliation due to the life experiences
of exclusion as a disabled person. Therefore, I argue that relationships of trust are central to
the inclusion and flourishing of an individual within a community. They are central because
through a non-judgmental dialogical relationship, a willingness to understand, nurturing
awareness, empathy and compassion, prejudice and exclusion may be overcome. McNab
and Thomas (2022) argue that inclusion is about the willingness to actively involve an
individual so that longstanding misconceptions and assumptions about disabled individuals
can be defeated.
Furthermore, in order to understand oneself, in order to reflect, one needs to engage in
dialogue. Brookfield (2017) in his Model of Reflection, suggests that effective critical
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reflection concerns four lenses: the autobiographical lens, the student’s perspective,
colleagues’ experiences and theoretical literature. By engaging in dialogue with others
within a community or specific context, one can relate and discuss one’s own life
experiences and perspectives. The more divergent the background and disposition of the
individuals interacting with each other, the richer the dialogue may be and the greater the
awareness and knowledge may be developed. Syed (2019) points out that ‘collective
intelligence requires both ability and diversity’ (p.64). Neurodivergent students and staff
have varying strengths, for example, abstract, divergent and creative thinking which may
provide innovative and dynamic solutions. This makes team work much more effective than
a team where all members have similar backgrounds, experience, dispositions and
perspectives. These collaborative interactions can be developed through the sharing of life
experiences and story-telling.

The Stories we tell
Being a storyteller, we belong to a community of meaning. Storytelling can help put things
into perspective both for the story teller and the listener. Shakespeare (1996) suggests that
stories developed through a mixture of experiences and emotion can create the lens
through which we see the world. Furthermore, Shakespeare (1996) argues that stories tell
us who we are, what we think we are capable and not capable of and how we expect to be
treated. Through story-telling, identity is an aspect of the stories we tell ourselves to others.
By listening to another’s biography, one may better understand oneself and others and
come to a broader understanding off what it means to be human.
Story-telling and respectful dialogue can also reconcile tensions and help remove stigma,
discrimination and the internalisation of shame and anxiety. These negative experiences and
emotions, expressed through story-telling and dialogue can contribute to the development
of positive and inclusive cultural attitudes, acceptance and provide a sense of belonging.
Meuller (2021) concludes in her study that the stories that we tell about individual life
experiences create meaning around disability as a central source of data collection and
understanding. She highlights that disability research can treat individuals with disabilities as
‘subjects under intervention rather than meaning makers, who are capable of
creating community, negotiating stigma, and articulating the changes that need to
be made to make their communities more inclusive’.
Moreover, narrative and storytelling make salient the services and contexts that shape
disability identity within a society or community, which are often deficit-based rather than
strength based. Mueller (2021) observes in her study that many learners had negative
experiences at school. These included a lack of discussion of disability or inclusion in the
curriculum or outdated information on disability, a lack of sense of community and a lack of
of role models with disabilities such as teachers or staff. Additionally, she found that many
institutions had a deficit-based approach towards disability, that is viewing disability as
something at fault within the individual, needing to be cured, having been given strategies
in order to fit a narrow and meritocratic understanding of personhood. Moreover, these
negative experiences of school resulted in a feeling of stigma as the narratives of the
subjects in the study described a feeling of believing that there was something
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fundamentally deficient with their bodies, minds and ways of being, rather than recognising
the complexity of being human.

Superdiversity
Some of the disabled learners that I work with are new to the UK. Vertovec (2007) highlights
the complex interplay of learners’ experiences who are recent arrivals in the UK, their
opportunities, constraints and trajectories and the wider set of socio-economic relations
within the places where they live. Many have not immigrated freely from their country of
origin especially if they are refugees. Some have lived in several different countries and had
varying experiences, some negative, some positive. Many have experienced war and
conflict, PTSD and have had negative experiences with immigration authorities in different
countries. All of these experiences and transitions have an effect on self-identity and selfesteem. The idea of super-diversity highlights the need to consider the multi-dimensional
conditions and processes affecting disabled immigrants and contemporary society and
demonstrates how complex identity and self-esteem are.

Conclusion
Martin (2009) suggests that self-esteem cannot easily be mended with the ‘application of a
sticking a plaster’ (p. 66), by providing short-term fixes and generic support strategies and I
concur with this argument. A cultural change is necessary; we need inclusive environments
in which neurodiversity is celebrated as an aspect of diversity that brings with it numerous
advantages and benefits.
Although disabled people may be affiliated to a group and feel strengthened and
empowered by being part of such a community, no one person is the same or has the same
combination of life experiences. This highlights the importance of acknowledging the
individual within the community as each group is constructed of individuals who are
complex, evolving beings. Some will have shared values, beliefs and outlooks and some will
have different values, beliefs and outlooks. Each individual has their own reality, there is no
one single truth and so the voice of the individual is imperative when developing disability
research and a wider understanding of what it means to be human.
In conclusion, understanding the uniqueness of the individual as a complex and everevolving being highlights the importance of studies in intersectionality. This may unify
research from the medical, sociological, psychological and philosophical research fields
where intersectionality plays a part. From my personal perspective, I would suggest that, in
order to contribute most effectively to research, the voice of the individual needs to be
central. Moreover, if we take the view that each individual is unique with singular life
experiences, then one could argue that there is no such thing as being neurotypical, we are
all neurodivergent. Rather, there is a narrow understanding of what it means to be human.
Inclusive research and practice for neurodiversity and disability, therefore, is good research
and practice for all.
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Abstract
This paper reflects on the changing approach required of support services and particularly
disability and inclusion services to the changing landscape of higher education course
delivery, which has seen an increase in the number of apprenticeship courses being
delivered in many of our institutions. This paper highlights the challenges that disabled
students on courses of this nature are likely to experience and the opportunities they may
also present for those students that potentially didn’t have the opportunity to go to
University previously. The rolling out of increasing numbers of apprenticeship courses also
presents challenges and opportunities to support services. Service managers so long used
to the model of DSA or institutionally funded support are seeking to understand an
administrative and associated auditing process which is arguably more complex than what
has gone before. Working with a different funding stream has also presented opportunities
where institutions can take the lead in proactively assessing the needs of students and
immediately putting in place the support they need. This is a reflective and hopefully
informative piece relating to our experience at Nottingham Trent University, which now has
over 1,500 apprentices on courses across a wide range of disciplines.

Apprenticeships
The Education Skills and Funding Agency, (ESFA), rather simply defines an apprenticeship as
a job with training. The apprentice acquires the required technical knowledge and practical
skills in their chosen industry as well as the wider skills and behaviours that they need for
their immediate job and future career development. (ESFA, 2021). Students attending
further and higher education institutions may join a sponsoring employer at the outset of
their course to complete their degree alongside working in industry. If the student is not
linked with an employer, when they apply for an apprenticeship, they are effectively
applying for a job (DSC, 2021). Others may see the Apprenticeship Degree Programme as an
opportunity to return to education and enhance their existing technical and practical skills
with a recognised qualification.
The appeal to many students is increasingly evident with UCAS highlighting that prior to the
2019-20 Academic Year, 40% of those students planning for results day would consider an
apprenticeship. Furthermore 25% of those who declined an offer of a degree place at this
stage told UCAS they had chosen instead to enrol on an apprenticeship programme (Jordan
2020). This level of interest shows no evidence of declining with UCAS indicating that half of
pre-applicants for the 2021-22 September intake stated an interest in an apprenticeship
along with traditional undergraduate programmes. (UCAS, 2022) The figures do however
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suggest that an apprenticeship remains far from the primary choice of under 19s entering
higher education for the first time.
Recognising the increasing demand and appetite amongst students and employers for
apprenticeships, Universities have, since 2017, developed and rolled out a wide range of
apprenticeships across all subject areas with evidently larger cohorts of students on some
courses for Allied Health Professionals in subjects such as nursing and social work for
example. Some institutions offer an apprenticeship route for new or existing academic staff
to complete their Postgraduate Certificate in Teaching and Learning in Higher Education.
The degree and higher degree apprenticeships have offered an attractive alternative to
undergraduate courses for many students with an almost debt free education, enhanced
skills and valuable employment experience an expectation on completion. The reality
however is the choice is not that simple for disabled students and they have to consider a
range of issues.

Disabled Students on Apprenticeships
For disabled students, the attractiveness of the apprenticeship route highlighted in the
previous section, remains, however there are a number of considerations, that prospective
or returning students need to think about. The apprenticeship model of working and
managing study alongside presents a challenge for many students and is an element which
may be less attractive to some. For those with ongoing medical conditions for example,
without the correct level of support from both their employer and institution, this has the
potential to present emerging barriers during the course.
Whilst institutions and support services have an understanding of what support looks like in
the academic environment, employers may not always fully appreciate the additional time
and effort many disabled students have to put into the completion of an assignment or the
need to access regular tutor and mentor support. Some mature students returning to
education and higher education for the first time, may also need to complete a diagnostic
assessment for a specific learning difference such as dyslexia, particularly where there is
evidence with previous difficulties in the education setting, which in many cases went
largely unaddressed pre–Equality Act and the preceding Special Educational Needs and
Disability Act (SENDA) 2001.
For many mature students and particularly those who are neurodivergent, the compulsory
functional skills element of the course can prove particularly challenging. Where the
student has not already achieved English and Maths to GCSE Level C or 4, this is a
requirement for the successful completion of apprenticeship programmes at level three or
higher. For someone who has performed their chosen occupation adequately for many
years, the challenge of returning to education and attempting the functional skills in
addition, cannot be underestimated. The funding model however does recognise this to an
extent through the additional learning support elements and some institutions are able to
refer students to an external educational supplier to provide additional tuition for students
completing their functional skills. This further underlines the importance of employers
being fully aware and supportive of the commitment that both they and the student are
making. Already there is anecdotal evidence of some students with and without disabilities
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having to leave courses to take a break in learning, with them and their employers in some
cases not fully aware of the implications of the commitment they have made.
Prospective students themselves may also view sharing details about their disability or long
term medical condition and accessing disability support not being appropriate for them, if
they have been working in industry with little or no support over several years. By choosing
not to share details of their disability with their employer or the University, or both, there is
the risk that some of the challenges highlighted above become more significant as the
course progresses. There is also an element of some students not wanting to make their
employer aware of a disability or medical condition they have not previously disclosed when
they are applying to enrol on an apprenticeship. Historically, there is in some cases issues
with disabled students not sharing details relating to a disability or medical condition when
they are applying for courses which are regulated by a professional body such as with Social
Work or Nursing and Midwifery. Given that significant numbers of apprentices are on the
latter courses at some institutions, this does remain an ongoing issue.
There remains the concern amongst some students, that sharing personal data of this
nature may impact on their application and addressing this stereotypical image remains a
challenge. This may point to some of the reasoning behind lower levels of engagement with
services and has in our experience required consideration for alternative approaches to
encouraging disclosure and engagement with support as highlighted later in this paper.
For students, getting the right information on time is essential whether that relates to
getting financial/disability support which can be affected by the choice of a particular
pathway. With degree and higher degree apprenticeship programmes, the student will
experience a different financial and support structure, which is discussed in more detail
below. The consequences can be significant for a student who chooses to switch to an
Apprenticeship or vice versa, close to enrolment as they are already potentially linked with
the Student Loans Company financial and support regulations. There is also a risk as
students on the same course but with different pathways compare their experiences of
disability support and feel aggrieved with a perception they are being treated differently.
The pros and cons of the different systems are clearly there, but it can lead to students to
conclude that there is not a fair and consistent system which is beyond the control of the
institution.

ESFA Regulations
The Apprenticeship Levy was introduced by the Government in 2017 to provide additional
funding for apprenticeships and a route by which employers could access funding for their
employees to study on Apprenticeships. The Scheme aimed to offer additional support to
smaller and medium sized enterprises (SMEs) which in some instances may only have to pay
5% towards the cost of a member of their staff studying for an Apprenticeship. The levy is
paid by all employers at a rate of 0.5% of the organisation’s total salary where they expect
to have an annual pay bill of over £3million. There are specific regulations and exceptions
for some sectors such franchises and employment recruitment companies. (Gov.UK, 2021).
The Education and Skills Funding Agency (ESFA) sets out the rules relating to the eligible
elements of funding a university can claim against relating to the delivery of specific
programmes and the additional learning support elements. These rules constitute funding
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conditions made under section 101 of the Apprenticeships, Skills, Children and Learning Act
2009 (ASCLA 2009), in connection with the Secretary of State’s power to fund English
statutory apprenticeships under section 100(1A) (as inserted by the Enterprise Act 2016).
(ESFA, 2021)
Much of the concern amongst support services has been the interpretation of the
regulations. The guidance that relates to the summary in this section is laid out over
approximately four pages, including the revised guidance on evidencing support needs. This
pales into insignificance when compared with the 95 pages of DSA Guidance that is updated
on an annual basis.
Before an institution can purchase additional equipment or recommend non-medical helper
support for an apprentice they must first determine if any of these measures are provided
through the student’s Access to Work allowance. The student should also continue to
access any personal care and support through their local authority or direct payment.
The robustness of the evidence and assessment of need is particularly important as the
ESFA, quite understandably indicates its intention to monitor the number of additional and
exceptional learning support claims being raised by institutions. Early questions for
institutions, including our own centred round determining if a Form 8, assessment
identifying additional support for examinations at GCSE and A level would be suffice as it is
for this level of support in Schools and Colleges to have exam adjustments put in place for
example.
Services supporting disabled students in some further and all higher education settings have
been accustomed to the DSA model of medical/diagnostic evidence which carries a much
higher threshold for acceptance. At an early stage, many institutions including Nottingham
Trent University determined that in order to ensure auditing requirements were met
without question, this higher threshold would be applied, meaning that many students
would need to follow the same route and hope that in the case of diagnostic assessments
there was a mechanism to have this funded through their employers or their institutions.
Whilst it has been indicated that a lower threshold will be eligible for additional funding
from the ESFA, it may be the case that this level of evidence is insufficient to meet the
requirements of any providers delivering End Point Assessments.

Additional Learning Support Funding
There are three tiers of funding that is available in instances where additional learning
support is required for a student. Section P89 of the ESFA funding rules for example, states
that ‘Learning support funding is fixed at a monthly rate of £150’ and is paid during those
‘months in which reasonable adjustments are necessary and delivered, where they are
evidenced and where this has been reported in the (Individualised Learner Record) ILR.’
(ESFA, 2021) In theory, an institution could claim £1,800 through this mechanism over the
year if the student is in attendance and accessing support. The institution however has to
ensure that claims are not recorded and submitted during periods the student is not in
attendance during the year, has taken a ‘break in learning’, or is not accessing specific
support such as Specialist Mentor or Specialist Study Skills support if it is deemed this is the
only support they require.
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This level of funding is likely to be enough to support many disabled students, particularly
where they may access software and a limited number of Specialist Tutor or Mentor
sessions. Given their work commitments, accessing the level of Specialist Tutor or Mentor
support an undergraduate may normally expect to access is the exception rather than the
norm for disabled students on apprenticeships.
Support Services via their institutions administrative processes are able to recoup additional
costs over and above the £150 per month and up to £19,000 per annum via the Earnings
Adjustment Statement. With this level of funding there is an onus on the institution to
evidence the need for the additional learning support (which many institutions including our
own now read as up to date medical or diagnostic evidence). The guidance indicates that
before funding can be claimed ‘an assessment must be undertaken to identify whether an
apprentice has a learning difficulty or disability that directly impacts their ability to complete
the apprenticeship on which they are enrolled’(ESFA, 2021).
The DSA assessment template provides for a comprehensive overview of our students
support needs and has been used from an early stage by Nottingham Trent University’s
Access Centre. There are some risks with completely mapping the DSA assessment process
for apprentices. There needs to be an awareness and expectation that some support will
already be in place through Access to Work and any equipment is provided on a loan basis
which necessitates a different conversation with the student. The assessment also cannot
include recommendations with support for additional travel expenses when travelling to
and from the institution.
The final tier of funded support is in the ESFA’s guidance terms for ‘Apprentices who need
significant levels of support to start or continue learning’ and ‘can get access to exceptional
learning support if their support costs more than £19,000 in a funding year’ (ESFA, 2021).
The upper limit for this funding is £42,000 which compares favourably to the 2022-23 rate
of DSA which is set at £25,575. Notwithstanding the vagueness of aspects of the ESFA
regulations in terms of what constitutes ‘evidence’ and an ‘assessment’, this model of
funding does reduce the likelihood that an institution will need to use its own funds to
ensure that a student has access to British Sign Language support for example, during the
academic year.
Following feedback from the sector which included concerns around the clarification of
what evidence was required to support a claim for additional and exceptional learning
support, the ESFA enhanced its guidance around this in their revised regulations for 202122. It sought to clarify what was defined as evidence to demonstrate that an assessment
has been carried out and included in the copy of the assessment ‘details of the reasonable
adjustments necessary to enable the apprentice to complete the apprenticeship’ and ‘a
documented assessment of how progress towards the completion of the apprenticeship
would be directly impacted without the reasonable adjustments being put in place for the
apprentice’ (ESFA 2021).
The funding model for apprenticeships does offer the possibility of a quicker assessment
process for students as well as a less burdensome administrative process for them. For this
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reason there is the risk that a student applying for DSA feels aggrieved, when another
student in their cohort on the apprenticeship pathway has much of the administration
completed for them by the Support Services. Out goes the DSA1 Form to be replaced with
the judgement of a university-based practitioner or assessor who can determine its
robustness in a fraction of the time. Depending on the time of year a student discloses to
the disability service, it is conceivable that a student can share information about their
disability, complete an assessment and have access to funded support in a matter of weeks.
It is then up to the institution to complete the returns and ensure that the submitted
evidence justifies the claim for funding.

Institutional Models of Administration
As institutions have developed their administrative systems to manage individualised
learner records for their students and ensure that subsequent claims for funding comply
with the ESFA regulations, two broad models of administration have become evident.
Some institutions use a centralised model of administration for the apprenticeship
programmes. This can be more suitable to Disability Services where the focus can remain
on supporting the student to access the correct medical or diagnostic evidence and
subsequent assessment of need. This approach allows for the service to develop closer
relationships with a central team for the management and administration of associated
claims for funding. In the case of Nottingham Trent University, this working relationship
has developed between the Apprenticeship Team and Disability Service over a period of
eighteen months. Numerous flow charts have been drafted and re-drafted to ensure that
the student journey is clear and seamless whilst ensuring there was a clear audit trail for all
funded activity. There has also been a strong emphasis when considering the requirements
of OfSted. All students need to complete Prevent, Safeguarding and Consent training, whilst
there is a need for institutions to proactively engage and offer support to students who have
identified as needing additional learning support.
Where the model of administration and financial management of claims to ESFA is more
decentralised and managed by local finance teams within University Schools, this may prove
to be more challenging for support services to negotiate and track. There is the need to
develop the relationship with multiple teams for each action. Services need to support
multiple teams with the knowledge required to determine what exceptional learning needs
are and what evidence needs to be provided with related claims. Many University Schools
will also have their own competing priorities for their resources. Each School needs to
appreciate at an early stage how the students are assessed and how the team within each
School must negotiate the reclaim process to access the additional funding for learner
support.
There is a need for constant monitoring and reporting with multiple stakeholders and this
can prove time-consuming for both the service and School. This approach is likely to be
determined by the administrative structure of each institution and has its merits in allowing
services to develop stronger relationships and work more closely with administration teams
in Schools on other areas of mutual interest.
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Identifying students when they are at the application stage, so that services can proactively
contact them to discuss support needs, does risk being more fragmented with both systems,
in the absence of the centralised data, institutions receive through UCAS at the offer stage
relating to those students who have shared details of their disability or medical condition.
This is an area which our institution is focusing on in the summer of 2022 with the
Apprenticeship Team to ensure mechanisms are in place to access details of student with
additional learning needs in a more timely fashion.

Remodelling Service Delivery
From a service perspective, the increasing numbers of disabled students on apprenticeship
courses has necessitated a rethink on how Disability and Inclusion Services can support
them effectively. However, it also requires a rethink for all areas of Student Services to
determine how they will meet the needs of students who are effectively ‘off-campus’ for
most of their time. Services which have largely dealt with Student Finance Regulations and
associated sources of funding for International Students have needed to consider what
apprentices can access. Wellbeing and Counselling services have also needed to consider
how they may be accessed by an Apprentice who is not on campus but may require support
out of traditional office hours. The Disability and Inclusion Service at Nottingham Trent
University has needed to take into account the following considerations in adapting aspects
of service delivery to proactively support apprentices.
•

•

•

•

•

Without the benefit of the disclosure details that are regularly available through
UCAS each summer, services have to ensure that University systems and processes
are able to identify those apprentices who have applied and disclosed a disability in a
timely manner.
There has been a need to map the student journey in terms of how they may inform
the University, how they will access the service and how they will proceed through
the correct route to access funded support. Staff have needed additional training
and support to fully appreciate the nuances around funding and support for those
students on apprenticeships.
The trend over the past two years has been lower levels of disclosure and much
lower levels of engagement with the service by students on apprenticeships. At
Nottingham Trent University, the levels of engagement remain below 40% of those
that disclose in the first place, whilst this figure is much higher for undergraduates
on other degree programmes.
The numbers accessing funded support are also much lower than the equivalent for
those accessing DSA. This may be partly explained by the student demographic with
over half of the students on apprenticeships at the University over the age of 25.
Mature students with disabilities may also present differently and with different
expectations of support. Many of those with dyslexia (diagnosed and undiagnosed)
for example point to negative experiences in formal education, particularly if they
attended more than 20 years ago. The relationship with their employer may also
determine a lower level of disclosure and service engagement.
Does the institution apply the same models of funding for diagnostic assessments as
they do for undergraduate and postgraduate students? Outside of this environment
and particularly with larger employers, there would be an expectation that they
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would fund this through their Occupational Health or Human Resource departments.
This highlights that in some areas the boundaries of what support the employer
provides and the University provide is not always clear. Nottingham Trent University
has continued to support with diagnostic assessments in the same way as they do for
undergraduate students.
• The service has considered how it can be accessible to students with consideration
of alternative modes of attendance. There is the need to consider early morning or
twilight appointments to fit around their work schedule. The move to remote
appointments and assessments in recent years has made this more feasible for both
staff and students.
• Taking into consideration the requirements with ongoing monitoring of support to
ensure it is effective, the service needs to consider how students can be reviewed on
a more regular basis. Regular reviews are being included as part of the caseload
management of these students. However this is a level of engagement and follow
up that cannot be provided for all students.
• The service needs to consider other aspects of its role in meeting OfSted
requirements. This includes the need to obtain regular feedback from students
which remains challenging when they are less likely to engage with services.
• The service is unable to share details with employers, even where there are concerns
about progress or welfare. There is a need to consider how it can engage with
employers more proactively. Regular reviews also involving the academic mentors
have proved to be a valuable platform for this in a number of cases at Nottingham
Trent University.
• There has been a need to offer training to other areas of Student Support Services in
areas such as student finance. Care Leavers who are apprentices can up to the age
of 24 access an additional bursary from ESFA, necessitating staff are briefed on this.
Nottingham Trent University Disability and Inclusion services dedicated a specific resource
to provide Disability Officer/Adviser support to students on apprenticeships from May 2022.
This change was made in recognition of the increasing numbers and the need for someone
to focus on encouraging higher rates of engagement when they do share details of their
disability or long term medical condition with the institution. There is also a recognition
that as a service, there is a need to engage more with employers, particularly for those
students who are likely to need the flexibility from their employers for a minimum of 20%
‘off the job’ training in the form of additional study leave for example. (DSC 2021) This also
represents a positive element of the work which the service is increasingly becoming
involved in. There is a unique opportunity to work with employers and raise more
awareness about supporting disabled people in the workplace. At present the changes in
the approach of the service are with a small team within it, however as numbers grow, the
expectation is that additional resources may be needed.

Conclusion
The upward trajectory of the development of apprenticeship courses and the numbers of
students enrolling on them shows no sign of slowing down. Services will need to continue
to devote more resources to supporting what is a significantly different cohort of students
with different support needs. The funding model for apprenticeships, despite its limited
guidance of what can or can’t be funded, has offered a glimpse of what is possible for the
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student experience where an institution can ‘front load’ support and remove the
administrative barriers that deter many students from accessing the valuable support that
the Disabled Students Allowance has to offer. The landscape will continue to change as
institutions start to look at Higher Technical Qualifications in different subject areas.
Services, like our own, are needing to continually adapt to a widening range of study modes,
presenting issues and support structures to ensure that as far as possible all students have
the equal opportunity to access that support.

References
Apprenticeship Funding Rules for 2021-2022, Education Sills and Funding Agency, November
2021, 2122_Provider_Rules__Version_2_To_Publish.pdf (publishing.service.gov.uk)
Considerations for Disabled Applicants to Higher or Degree Apprenticeships, Disabled
Students Commission, Published by Advance HE on behalf of the Disabled Students’
Commission, an initiative funded by the Office for Students, 2021.
Guidance: Pay Apprenticeship Levy, Gov.UK, Last updated 2021, Pay Apprenticeship Levy GOV.UK (www.gov.uk)
UCAS and Apprenticeships: 2020 and Beyond, Ben Jordan, UCAS and apprenticeships: 2020
and beyond | Undergraduate, Postgraduate, Conservatoires, Teacher Training | UCAS
UCAS End of Cycle 2021: Strong Demand for UK HE amidst a Global Pandemic, UCAS, 2022,
CUCAS end of cycle 2021: strong demand for UK HE amidst a global pandemic |
Undergraduate | UCAS

55

Creating and Developing Our Inclusive Assistive Technology Offer at
Sheffield Hallam University, 2017-2022. Simon Crawley, Neal
Marsh and Richard Nind.
[author details at end]
This paper documents and explores our attempts to introduce assistive technology to the
wider student body at SHU over the last five years. We have included an introductory
section, a short exploration of each year, and a discussion section where we look more
closely at our approach and experiences since 2017. We value any feedback or enquiries
you may have, and our full contact details are given at the end of the paper.

Intro / Context
In 2017, Sheffield Hallam University (SHU) ‘in-house’ support teams were restructured and
redirected away from providing 1-1 DSA-funded support towards a more inclusive and
accessible offer. The new approach consisted of a wholly-SHU funded support worker team
for timetabled support, and a set of SHU funded inclusive ‘team offers’ to provide
mentoring, skills support, and assistive technology support. This was designed to
complement externally funded support and did not affect students’ access to DSAs.
The change was a response to three key improvements proposed by the Department for
Business Innovations and Skills (BIS) to commence in the 2016/17 academic year. The three
key areas were recommended in a July 2015 consultation document published by BIS:
1. Improved accessibility of the learning environment for all disabled students
2. Re-balancing the provision of support between HE providers and DSAs, and
3. Improving value for money by ensuring DSAs provide only the support which would not
be available to disabled students from other sources e.g., reasonable adjustments.
(Department for Business Innovation & Skills, 2015, p. 11)
The release of the first Quality Assurance Group (QAG) Non-Medical Helpers’ (NMH)
Framework in 2016 was also a significant factor, as it was unclear whether our NMH teams
would be able to meet the QAG requirements in good time. Up to this point the Assistive
Technology team were providing DSA-funded assistive technology training, and we were
already providing support to disabled students who were not DSA eligible or awaiting their
DSA support to be agreed. In September 2017 we ceased DSA-funded training, and created
a new offer based around an assistive software training provision that disabled students
could access at any time. The intention was to allow disabled students to have access to
assistive software, irrespective of DSA status. The university had also recently invested in
app ‘streaming’ software AppsAnywhere, which allowed students to access software on any
computer while on-campus. Previously, assistive software was installed on most university
computers, but due to IT issues availability could be inconsistent.

2017-18
In September 2017, the assistive software group sessions were launched with a narrow
target audience; students who had declared a disability on their student record (although all
students could access the software via AppsAnywhere). The sessions covered Read & Write
and Mindview software and consisted of on-campus, tutor-led walkthroughs of the software
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with students using the software on SHU devices. The purpose was to allow students a
hands-on experience of the software and to demonstrate their benefits. We had looked at
doing full software demonstrations but decided the pedagogical benefits of interactive
sessions far outweighed the benefits of covering all aspects of the software. We also
developed and printed professional walkthrough booklets, which could be used alongside
the tutor-led instruction in the sessions.
The sessions were initially sparsely attended. The low attendance numbers were put down
to the various difficulties we experienced targeting our audience (disabled students). We
faced challenges marketing our sessions directly to this audience, and it was difficult to
make information about our sessions discoverable on university platforms (Blackboard,
Student Portal etc). We also were mindful that disabled students may already be in receipt
of DSA and accessing the assistive software on their personal devices.
We reviewed these issues and in February 2018 decided to move towards a fully inclusive
offer with no limitations on the attendance criteria. Opening the offer to all students meant
we were able to promote more widely. We performed a soft launch initially and the
promotions drive included creating banners, flyers, posters and eventually a roadshow that
was taken across the two university campuses. A by-product of our new exposure resulted
in making contacts in academic departments. This led to course presentations, specific staff
team presentations and representation at the annual Learning Teaching & Assessment (LTA)
events.
As mentioned in the introduction, in 2017/18 we offered training on both Mindview and
Read & Write via AppsAnywhere which allowed students to access software from any
computer in the university, although not off-campus. Students fed back informally that they
wanted to be able to access the software at their convenience on and off-campus. In
response to this we contacted our IT department for data on how many students were
accessing the software on campus and put forward proposals for students to access the
software off campus on personal devices, although at the time it was not clear how this
might happen.
Total sessions offered in 2017/18 academic
111
year (June 2017- June 2018)
Total bookings onto sessions
65
Total attendance
34

2018-19
After our initial soft launch year, we reconsidered some of our short-term expectations and
focused on incrementally improving the service. We considered replacing the Read and
Write Gold session with a new session where assistive technologies were used in an
integrated way, but we were not happy with the feedback on the prototype session and
decided to continue with the same sessions for 2018-19. We also continued to try and
obtain additional assistive technology site licences.
We decided to move the sessions from IT lab environments to smaller classroom settings,
where students had access to laptops. This was more appropriate given the low student
numbers and it provided a more comfortable and interactive setting. The move to smaller
premises reduced session capacity from around twenty to six, but this was not a concern at
this point due to the low attendance.
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For marketing we moved to a ‘full launch’ of the sessions to the wider student population
and this included: digital display adverts, flyering, presence at open days, and more
outreach work with university departments. We also began to send a regular email to
disabled students in the university (approximately seven thousand students). The university
also launched a new ‘MyHallam’ portal for students, which we were able to periodically
advertise our sessions on. This improved our discoverability and proved to be an effective
tool for generating session bookings.
In semester 1 a site licence for Audio Notetaker was purchased and deployed, and an Audio
Notetaker session was launched in March. This took some time to develop, due to the
practical and pedagogical difficulties delivering an interactive group session for this type of
software. We chose to focus on face-to-face recording using the mobile app (on student’s
own devices), followed by transfer to the Audio Notetaker app and exploration of its
features. We also used our existing web presence to create an online Audio Notetaker
portal, where students could learn how to access and use the software via self-service. The
mobile app was the first assistive software that we were able to provide on students’ own
devices, but Audio Notetaker was still tied to on-site use.
Attendance at group sessions increased to 74 (June 2018-June 2019); an increase of 89% but
in real terms still modest with on average less than one student attending per session during
term time. Attendance remained strongest for Mindview sessions (50%), followed by Read
and Write Gold (35%), and Audio Notetaker (15%).
In January 2019 we began to systematically collect feedback from students attending
sessions, and the response rate was high. Feedback was uniformly positive, although many
students again commented that the software would be much more useful to them if they
could use it off-campus.
Total sessions offered in 2018/19 academic
108
year (June 2018- June 2019)
Total bookings onto sessions
127
Total attendance
74

2019-20
This year began with a major change of focus change towards the new inclusive tools built
into Microsoft products and ended with major session delivery changes and software
distribution developments due to the Covid pandemic. We also began to systematically
promote our sessions to all students and developed a marketing plan which ensured that all
students were contacted at least once a semester (by department), and disabled students
were contacted monthly.
September – March
During 2019, we were following the progression of Microsoft Learning Tools and Immersive
Reader, which are described by Microsoft as: “a set of inclusive features available in a wide
range of platforms that assist all learners in reading, writing, math, and communication.”
(Microsoft, 2022). Immersive Reader consists of a text reader, background colour changer,
line focus tool, syllable highlighter, and text spacer. These tools were initially included in
OneNote and were added to Word and Microsoft Edge in 2019. The Dictate (speech to text)
tool was also added to Word in 2019. The tools are multi-platform and were added at this
time to the Windows, Mac, and web versions of Office 365. All students at SHU receive a
free Office 365 subscription. We decided to move from delivering sessions on Read and
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Write Gold to Learning Tools / Immersive Reader, as the Microsoft tools were high quality
and already available to all students on their own devices. We launched the sessions in late
October.
There were some practical issues with this new approach: the development of Immersive
Reader and Learning Tools was fast paced during this time, with the functionality and user
interface changing with little or no notice. There was also lag between devices having the
same functionality available, due to the features being tied to Windows and Office updates.
This made the initial sessions challenging, and sudden changes or update lags remain an
issue when delivering sessions on the Microsoft tools. However, these issues are far
outweighed by the benefit of students being able to use high quality access tools on their
own devices.
We also developed a new “Digital Research Tools” that focused on using the data capture
tools in Read and Write Gold, Audio Notetaker, and Google Keep. This session was intended
as a bitesize introduction to some useful assistive tools, rather than as a full tutorial to an
individual product. The session was launched in early March and initial attendance was
strong. However, our face-to-face sessions were cancelled on 13th March due to the Covid
crisis, so this session was only delivered twice.
March - June
We were quickly forced to rethink our delivery when the first Covid lockdown was
announced in late March. We relaunched our group sessions as remote-only in mid-April,
focusing on tools that students could access from home. Microsoft Learning Tools was
already available to students, and we were able to secure a full version of Mindview for
students to use on their own devices (Windows and Mac). This was provided for an initial 6
months and then extended as needed.
The change in delivery method to online meant that we could no longer deliver the session
in the same interactive manner, and we could not support students as effectively during the
session. We recommended that students install the software beforehand, but we could not
rely on this happening. We also envisaged that it would be difficult for participants to switch
back and forth between the demonstration and the software when using a laptop screen.
We planned the online sessions around an hour-long demonstration, followed by a halfhour of additional time for recaps and support. One of the advantages of the online
approach was that we were able to significantly increase the maximum number of students
in each session, which had previously been set to a maximum of six.
We communicated with disabled students to explain and advertise our new offer and began
to communicate the offer to all students via our usual marketing channels. The response
was strong with larger than normal attendance in our sessions during April. We provided
links to the free Mindview download (Windows and Mac versions) on our internal SHU web
pages and there were over 1200 Mindview downloads in the next 18 months.
137 students attended group sessions during 2019-20, an increase of 85% on the previous
year. This averaged out to 1.33 students per session during term-time, although sessions
were fully booked during peak months. Mindview remained the most popular session,
representing 48% of bookings, with 28% of booking for Audio Notetaker Sessions, 20% for
Microsoft, and 4% for Digital Research Tools.
Total sessions offered in 2019/20 academic
123
year (June 2019 – June 2020)
Total bookings onto sessions
252

59

Total attendance

137

2020 – 2021
During the summer we expanded our online presence and created additional web guides for
Mindview and Microsoft Learning Tools. We now had a full complement of online, selfservice resources for our students to access the assistive technology available at SHU.
In September we resumed our full program of sessions, which were delivered remotely due
to Covid restrictions.
September – December
The start of the academic year saw a continued emphasis on Microsoft Learning tools and
MindView. The MindView licence continued to be available for students to download for
use on their own computers. We resumed Audio Notetaker sessions: two additional sessions
were put into the cycle of sessions being delivered, for Sonocent Link and Audio Notetaker,
and we increased the rota back to three sessions a week. We were now able to offer offcampus student access to Audio Notetaker via AppsAnywhere. The Audio Notetaker session
saw a change in focus to recording online content, due to how most of the teaching was
being delivered at the time. As some teaching had returned on campus due to an easing of
Covid restrictions from July 2020, the Sonocent Link session continued to support students
who would need to record face-to-face. The Sonocent Link session posed issues with
students getting the app set up on their mobile devices; for face-to-face sessions, issues had
been easier to resolve as we had access to the student's device. Delivering the session
remotely made this difficult to troubleshoot and so sessions could be complicated where
students were struggling.
January - July
Due to the return of full lockdown conditions in January 2021, we removed the Sonocent
Link session from our rota. Bookings for January through into early February were high in
comparison to the same period in 2020, with a large proportion of attendees being
international students – 75% of students in January and February were international
students, many of whom were joining courses in January.
Total attendance for group sessions in 2020-21 was 213, an increase of 55% on the previous
year with an average of 2.3 students attending per session. Mindview remained the most
popular session, representing 35% of bookings and 38% of attendances. The Microsoft
Learning Tools session also performed strongly, with the greatest number of bookings (33%)
and 36% of attendances. Interest in the Sonocent Link and Audio Notetaker sessions was
lower, presumably because most students were not attending face-to-face sessions and
mostly had access to recordings of their online sessions during this period.
Total sessions offered in 2020/21 academic
126
year (June 2020 – June 2021)
Total bookings onto sessions
359
Total attendance
213

2021 – 2022
In the summer period, we worked to update our software offer so that our software was
accessible as possible for students. Our IT department negotiated a new agreement with
Mindview so that students could access the software on their own devices via an account
subscription, or on SHU devices via AppsAnywhere (on and off-campus). Our Audio
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Notetaker licence was due to expire in September 2021, so we decided to move to Glean,
which is web and mobile app-based and accessed via a subscription. We also bought some
‘insurance’ Audio Notetaker licences for students who preferred to continue using it.
Planning also began on the delivery of a revision planning session using MindView.
Sessions continued to be delivered online from September 2021. Access invites were sent
out to students after attendance at Glean and Mindview sessions, and this helped to
address student feedback regarding access to the software off campus and on their own
computers. In another move to address student feedback, a MindView (for Apple Mac)
session was added on an ad hoc basis from mid-November. Interest in the group sessions
spiked in the period of 1st Sept to 31st November, with 459 bookings and 245 attending.
Such was the demand for the sessions that the number of students interested was far more
than the maximum number of bookings we had set, which had up to this point been around
eight people per session. This put students onto a waiting list and so we decided to increase
the maximum limit on sessions, which exceeded 20+ in some instances. From midNovember, the Revising with MindView session was rolled out, to coincide with the
upcoming exam period. Informal feedback from students during the sessions themselves
was very positive, however bookings were less than we hoped for. With COVID restrictions
having been eased, and a gradual return to working on campus, we decided to look at once
again offering face-to-face training sessions. As a trial, three sessions were programmed in
on campus from mid-November until the Christmas break. Unfortunately, while we took
some bookings for these, nobody attended. As such, all sessions were left online for the
remainder of 2022.
We were getting many support queries regarding Glean and Mindview subscriptions, where
students were struggling to access their subscription after coming to a session. As all our
queries are now filtered through the Student Services CRM, we no longer had any simple or
fast method for students to contact us directly and we were finding that students were
reattending sessions to get support. We decided to create an MS Teams channel that would
offer support to students. Students can join the channel and if experiencing issues around
accessing the software, they can post questions that would be picked up by a member of
the team. It was envisaged that over time students may also feel comfortable offering
support to other students. We have also started to use the channel to update students on
software feature updates and new group sessions. This was launched in January 2022 and as
of writing the Team has 78 members.
From June 2021 until the time of writing, we have had 505 attendances at group sessions
from 940 bookings. Attendances increased by 135% from 2020-21, with Mindview being
again the most popular session (representing 41% of attendances), Glean was second most
popular at 34%, then Microsoft Learning Tools (25%), and Audio Notetaker (1%). Only 53%
of student bookings resulted in an attendance, but as we have mentioned before this has
been less of an issue than with face-to-face sessions. In peak-times we had an average of
five students attending per session.
Total sessions offered in 2021/22 academic
110
th
year (June 2021 – April 27 , 2022)
Total bookings onto sessions
940
Total attendance
505
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Discussion
Software Offer
Throughout the first three years of our group sessions attending students consistently
expressed a desire to use the software on their own devices. This feedback was received
both informally and through our session feedback questionnaire. It was clear from this
feedback that any assistive software that was only useable on-campus would have a limited
appeal to most students, and to obtain widespread adoption the technology would have to
be available to students on their own devices. The Covid pandemic only accelerated this
need, but also gave us an opportunity to challenge the existing arrangements of assistive
software only being available on-campus.
Useability and user experience was also a factor, for both student adoption and delivering
effective sessions. Software designed around having an abundance of features, or which
involved complex multi-device processes proved challenging to develop successful,
interactive group sessions for. Software that involves working through clear, tangible
processes, and with a focused set of features has been easier to deliver sessions and
develop training materials and has seen greater enthusiasm and take-up.
Finally, it is also important to look at the user journey outside of the sessions and training
materials. Seemingly straightforward processes for accessing the software can prove
difficult to students in unforeseen ways. It is important to recognise this and to both provide
clear instructions and support for students attempting to use the technology for the first
time. User journey modelling, user experience exercises ran directly with students, and taskfocused social platforms (e.g., Teams, Slack, live chat), can all be used to anticipate issues
and develop effective support processes.

Marketing
We found that marketing directly to students via digital methods was by far the most
effective method for generating bookings for sessions. Where possible it also generated
large numbers of software downloads or access requests. It also required relatively little
effort. The most successful digital methods for us were bulk email, and occasional features
on the student portal (MyHallam). We also tried using popular university social media
channels (Instagram and Twitter) but had very little engagement from these posts.
In-person promotional events were effective for generating leads with interested staff
parties (e.g., academics). This generated further diverse activities within academic
departments, depending on the needs or preferences of the staff we met. As this marketing
method typically generated unique requests and activities, it ultimately became
unsustainable given our resources. It was also difficult to measure the impact of the
activities it generated (e.g., delivering directly on courses). From 2019-20 we have focused
mostly on direct digital marketing to students.
By 2019-20 we had developed a regular rota for emailing disabled students (monthly) and
all students in departments (once a semester). We also aligned the marketing with the
academic calendar so that we were promoting the sessions in a time-relevant manner – for
example promoting notetaking software early in the semester, and this year promoting our
revision sessions towards the exam period. In practice we found that students were most
receptive to our marketing messages at the start of term (some students would attend all
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three sessions in the first week). Varying our marketing and session offer to align with the
academic calendar has not been as impactful as we hoped, although it has been a very
useful way to develop and communicate our offer.
From early on we struggled with how to brand the service. We were advised by various
parties that we should not use the term ‘Assistive Technology,’ and that we should use a
softer, more generic term such as ‘Learning Technology’ or ‘Digital Skills.’ Unfortunately, all
these names and more were already being used within SHU by 2017, and we had to be
conscious not to confuse or undermine the offers of other areas. For the time being we have
stuck with the ‘Assistive Technology’ brand, although we will continue to review this.

Student Profile
Initially our offer was aimed and restricted to disabled students only. However, from
February 2018 we opened our sessions to all students. The table below provides a
demographics breakdown for the students who attended sessions:
Year
2017-18
2018-19
2019-20
2020-21
2021-22 (up
to April 20th)
Overall

Unique
Students
31
62
110
162
314

Disability
Declared
94%
76%
47%
45%
37%

Non-white

International

Tier 4

48%
44%
55%
74%
68%

38%
20%
45%
45%
55%

16%
11%
22%
32%
47%

676*

47%

62%

47%

35%

* Some students attending over multiple time periods are counted twice in the overall
total.
The sessions have been more popular with students who describe their gender as female,
accounting for 71% of attendees. In 2021-22, 68% of students attending are studying on a
postgraduate program - increasing to 88% when filtering for non-UK citizens. Attendance
has trended towards postgraduate and international students since 2019-20, when we
moved to a fully remote delivery model.
As of late April 2022, disabled students account for 19.5% of students at SHU. In
comparison, 47% of students who have attended our sessions have declared a disability.
Breaking down by disability, 16% of attendees declare a Specific Learning Difficulty (SPLD),
12% declare Multiple Disabilities, and 8% declare a Mental Health Difficulty.
Students from over 250 different courses have attended at least one AT group session
(there are around seven hundred courses running at SHU at any one time). The sessions
were most popular with students from Psychology, Management, Service Sector
Management, Computing, and NHS courses. Students on these courses attended sessions at
a higher-than-average rate, given the respective sizes of their courses and departments.
Students from Humanities, Art & Design, and Media Arts & Communication attended the
session at a significantly lower than average rate when compared to department size.
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Face-to-face vs Online Delivery
We were compelled to move to an online-only delivery mode in 2019-20 and had not
previously contemplated delivering sessions online as part of our standard offer. We have
found that delivering online has given us significant benefits. Firstly, it has allowed us to
scale our service, so we are able to deliver to many more students than possible with a
primarily face-to-face model. The largest number of students we delivered a group session
to pre-Covid was 7 and delivering to this number of students could be challenging given the
interactive nature of the sessions and the reliance on SHU technology. Since beginning
online group sessions in March 2020 we have been able to keep increasing the capacity of
our sessions and have added students from the waiting list when session capacities are
reached, with minimal impact on the delivery of the sessions. Our official capacity has
increased to sixteen students per session but on occasion have delivered to higher numbers,
and we are now considering removing capacity limits for online sessions.
Secondly, we have been able to reach a more diverse body of students than we previously
did when delivering face-to-face. The number of international, non-white, and postgraduate
students attending sessions has increased considerably since March 2020 - no longer
needing to attend the session on-campus is presumably important here. Delivering sessions
online has also provided students with support tools that would have been very difficult
when delivering face-to-face – online recordings of the session and automated transcription
where required. Delivering online has raised pedagogical issues, which have been discussed
above. However, we have been able to ameliorate some of these issues by developing
additional resources (e.g., web guides, Teams site) and by focusing more carefully on the
user experience within our sessions and materials.
No-shows have increased slightly since moving to online delivery, with 53% of student
bookings attending in 2021-22, compared to 54% in 2019-20. No-shows were a significant
issue for us when delivering face-to-face as capacity was low, and we were often fully
booked up for sessions during peak times and had to operate a waiting list, but then would
have several booked-on students not attending. This is not an issue with online sessions as
we can keep increasing capacity when sessions bookings are full, although as an institution
we still emphasise the need for students to attend sessions when booked on. We have
continually reviewed the way students access the Zoom sessions to make it as easy as
possible (e.g., removing passcode and waiting room options).

Key Observations
When offering assistive software to students, we feel there is a strong link between the
accessibility and ease-of-use of assistive software and the subsequent take-up. Students are
less inclined to take up software that has an abundance of features but is harder to access.
Group sessions can provide a very useful introduction to assistive software for students, but
further resources are needed to support ongoing use by students. This is particularly true of
sessions delivered online.
Students are most incentivised to attend during enrolment or re-enrolment periods (at SHU
this is September-October, and January). We have diversified our marketing and session
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delivery to reflect the academic calendar and corresponding student activities, but students
are still most motived to book and attend during the first few weeks of a semester
(regardless of topic).
Post-Covid, online delivery is likely to remain as our primary delivery method due to the far
greater scalability, and the ability to reach a more diverse body of students. However, we
expect to begin to deliver more regular face-to-face sessions next year.
The lack of ‘at elbow’ support enjoyed in face-to-face sessions could be detrimental to the
learning outcomes of online sessions. We are trying to mitigate this with the post session
online support offer and will be reviewing how effective this medium is over the next year.
The group sessions and software have been most attractive to female, international, and
postgraduate students. It is particularly interesting that attendance by postgraduate
students has outnumbered that of undergraduate students by 2 to 1 in 2021-22 – this has
been contrary to our initial expectations that the sessions would be most attractive and
useful for undergraduate students.

Future Plans
As the university moves back to a predominantly face-to-face model of teaching, we expect
to restore some face-to-face delivery with students, although our core delivery of group
sessions will remain online. We are also looking at developing a session with Microsoft tools
working alongside accessibly tools like BookShare, Blackboard Ally, and Sensus Access. We
are continuing to look closely at our marketing and impact and will be targeting harder-toreach student groups. Finally, we are continuing improve our user support and feedback
processes and developing our user community via our Teams site.
Further information available from the Assistive Technology Service SHU - Simon Crawley:
s.crawley@shu.ac.uk, Neal Marsh: n.marsh@shu.ac.uk, Richard Nind: r.m.nind@shu.ac.uk.
We welcome any feedback or questions you may have about our experiences.
Website: SHU Assistive Technology
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Abstract
This paper reports on, describes and celebrates ARCH: Bishop Grosseteste’s Autism
Resources Community Hub. ARCH is a new initiative, started in the last 12 months by
autistic undergraduate students and supported in its development by the wider autism
community of the university – autistic postgraduates, autistic academics and other staff,
family members, allies, alumni and advocates. The paper emerges from the student voice of
the community and articulates the value and importance that ARCH holds for this cohort. It
employs a ‘nested’ approach where the methods employed to create the report reflect the
ethos of what is under scrutiny. As participatory research, autistic voices are central to
every aspect under discussion - inception, creation, analysis, evaluation and dissemination.
The paper concludes that it is the symbiotic relationships that are at the heart of ARCH that
are its strength. ARCH interweaves information, support, social activities, participatory
research and marketing/recruitment in a rhizomic mesh that embeds autistic awareness and
understanding as central to all aspects of the university. What emerges is a confident
autistic identity that draws strength from the interconnectivity involved. Implications for
autism support at other institutions is considered.
Key words: autism, community, participatory, student-led
Introduction
This paper outlines the value that our Autistic Resources Community Hub (ARCH) holds for
members of the autism community at Bishop Grossetete University in Lincoln, UK.
Members of the autism community have been central to this paper at every stage – in its
inception, in its creation, in analysis of the data gathered, through evaluation of the
resulting documents and in dissemination of the findings. This involvement in the paper
reflects the ethos of the hub under discussion. ARCH is owned by the autism community,
and the sharing of it through this paper seeks to both celebrate it for the university and to
look to the future and consider how it might continue to grow and develop.

Research background
Recent research (e.g. Lei and Russell, 2021; Davis et al., 2021, Gurbus et al., 2019) suggests
that more autistic students are continuing their education to degree level or postgraduate
study than ever before. Although, in percentage terms, numbers remain low (Lambe et al.,
2019), and although attrition rates for autistic students remain high (Dijkhuis et al., 2020),
there is growing interest from universities in more effectively providing for their autistic
cohorts.
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Much of this interest focusses on identifying the challenges that autistic students face (for
example Bolourian et al., 2018; Nuske et al., 2019; Dijkhuis et al., 2020), with some focus
apparent on potential solutions (for example Kuder and Accardo, 2018; Sarrett, 2018). The
most recent research does investigate through interrogation of autistic experiences, report
of autistic perspectives and relay of narratives from autistic students, so that ‘autistic voice’
is, in this way, represented. Yet truly participatory methods of exploring the autistic student
experience remain rare, a position that may lead to epistemological as well as moral
challenges (Chown et al., 2017). Inclusion of autistic people as full and equal members of
the autistic research community should more effectively articulate autistic perspectives, not
least through addressing potential issues regarding differing cognitive approaches (Chown
et al., 2017). The ‘double empathy’ problem (Milton, 2012; Mitchel et al., 2021) that
suggests that researchers from the predominant neurotype (PNT) community may fail to
intuitively understand autistic communication, may lead to epistemological weakness in
autism research that does not fully include autistic people at every level.
As important, remediation to meet autistic students’ needs at university has traditionally
focussed on various types of support either for the autistic students themselves, or for staff
(and sometimes for PNT students) through training aimed to facilitate understanding and
reduce stigma. Gillespie-Lynch et al. (2021) have argued for the case of involving autistic
students as core to these remediations, arguing that their studies ‘provide empirical support
for the oft-cited, but rarely directly tested, benefits of involving autistic people in research
about autism’ (Gillespie-Lynch et al., 2021 p. 10). However, ownership of this remediation is
not always given to autistic students. Autistic students may be consulted, and may have
input into training, but the remediation nonetheless remains something that is frequently
provided by the university for the autistic community, rather than by the autistic community
for itself. However kindly meant, this approach continues to position autistic students as
‘other’ and does not integrate the voice of autistic staff or the wider autism community of
family members, friends and allies into a shared and empowered collective.

The institutional context of the ARCH project
Our university, Bishop Grosseteste (BGU), is a small, publicly funded university based in
Lincoln, UK. The university has, for some years, strived to be more inclusive for its autistic
students. In 2016 it instigated an ‘Autism Friendly Campus’ project to seek to more
effectively meet autistic students’ needs through a study managed through staff interview
of autistic student volunteers. This did result in some institutional changes (for example,
the provision of ‘quiet spaces’ around campus, the availability of 1:1 tours of student
accommodation at quieter times during Open Days etc.), and soon afterwards a regular
‘Autism Café' was started, supporting the regular meeting of those interested in autism both
internally and from the community. However, neither of these projects was initiated by the
autistic student population, and – although autistic members of the university were involved
in each – the projects remained under ‘ownership’ of the university and had, therefore, less
impact on autistic students than was desired.
Towards the end of the 2020-2021 academic year, a single autistic student had the initiative
to flag up the continuing need for autism network support at the university and worked with
the student outreach team regarding the potential to create an autism ‘blog’. This initial
spark of student-initiated interest was welcomed by university staff keen to build on the
earlier projects who were in a position both to go back to the university to secure further
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support, and to encourage and facilitate the on-going and growing involvement of the
autistic student body.
In the academic year since its inception the resulting Autism Resources Community Hub
(ARCH) has grown into an autistic-led and autistic focussed community resource for the
university. The ARCH Student Council - the student group - meets weekly to discuss
suggestions and developments and these insights feed into the monthly meetings of the
wider Working Party group for discussion and implementation. The Working Party consists
of autistic staff members together with members of the wider autism community including
autism family members, friends, advocates and allies, endorsed and assisted by the
university’s designated student support teams. Together, the Council and the Working
Party identify and instigate changes determined as important by ARCH’s autistic members.
Recent examples are the introduction of a designated Quiet Time in the library, where
overhead lights are dimmed and movement is minimised, the inclusion of plain sandwiches
(without mayonnaise, mustard or salad) in the Refectory, a named meeting room with
streamlined booking system where ARCH members can come together for social activities
such as Book Group and Dungeon ad Dragons games etc. as well as hold their meetings, and
increased clarity regarding communication preferences for Learning Support access. ARCH
is built up and by autistic people - students both undergraduate and postgraduate,
academic staff and support staff - and in addition to facilitating reasonable adjustments it
features community and social inclusion information, various social activities and a thriving
(and growing) participatory autism research community of postgraduates and academics. In
the summer, for example, as part of the annual Learning and Teaching Conference it will
host an exhibition of artefacts, images and recordings exploring autistic identity.

The case study
ARCH is autistic student generated, supported by the wider autism community of staff both
professional and academic, and it is this symbiosis that has made it a truly university-wide
community. In its inception ARCH embraces the affirmative model of disability, a model that
is ‘borne of disabled people’s experiences as valid individuals, as determining their own
lifestyles, culture and identity (Swain and French, 2000, p.578). Important to the affirmative
model is that the members who form ARCH are through their membership affirming a
positive identity as autistic. We believe that ARCH is worth celebrating; capture of ARCH as
an example of inclusivity in Higher Education was suggested by the Corresponding Author
(CA), with the Student Council fully embracing the idea.

Method
It was key from the beginning that this case study would feature the voice of the students as
central to its design throughout. As such, it is a ‘nested’ project, where the methods used to
gather, analyse and disseminate data reflect the ethos of the case under scrutiny. It is an
autistic-student-led project, facilitated by the CA who is Head of Participatory Autism
Research at the university and who is an ‘insider researcher’, being herself a member of the
wider autism community.
The method for the project was predicated on two core principles: that the content is
created by the autistic students at the core of ARCH, and that the work burden of the
study would be carried by the CA and not make undue demands on the students, especially
in the high-pressure context of exams and assessments. Given that the voice is that of
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people who are autistic, it is also imperative that all elements and stages reflect
understanding of and respect for preferred forms of communication by members of the
autistic community.

Inception
Before the case study was started the ARCH Student Council confirmed enthusiasm in
principle for the project. It validated the two core precepts (that the ‘voice’ of the case
study should be that of the autistic students and that the collection of this ‘voice’ must
not make undue demands on these students). These precepts defined the case study and
formed the basis by which university Ethics Committee clearance was sought.

Creation
We were keen that methods of data gathering conformed to the principles of ‘inclusion but
low demand’ as indicated in the precepts of the case study, and that they were also
accessible by, and respectful of, autistic preferred forms of communication. The council
suggested the following criteria:
Big groups or focus groups are not ideal
1-1 is preferred, but any interviews should not be longer than half an hour (15-30 minutes
would be the maximum)
Questionnaires/written data gathering should also be kept short.
A small item for discussion brought to Council meetings each week is the most manageable
way forward
After consideration of these, the following method was proposed:
‘What five words?’
What five words would you use to describe ARCH/why ARCH is important to you?
If you have time, please can you explain each choice in just one or two sentences?
The following articulated the potential thematic analysis of the data:
We will see if there are consistencies in the words that people choose, or the sentiments that
they express, and gather these together into themes. The data gathering approach is quick
(if people are really short of time, they need only give five words) and will give a starting
point to begin to understand what ARCH means to its members.
This approach was approved in principle by the council and taken to the university Ethics
Committee, clearance to proceed being given on March 10th, 2022. Data was subsequently
collected from those student members of ARCH who wished to take part during the
remainder of March 2022.

Analysis
The words collected through the survey were used to (automatically) generate a Word
Cloud. This simple ‘analysis’ makes words (or word groups) that are given more frequently
larger and therefore more prominent. The rationale for this approach is that it is a quick
and visual way for data to be organised, in line with requirements to limit time demands on
the students involved, and that it also limits the CA as an influence on what ‘themes’
emerge, thereby facilitating continued autistic student ownership of the project.
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Evaluation
The council members discussed the more prominent words to emerge from this process
during scheduled council meetings in April, and considered if they felt that they fairly and
accurately reflect their perception of ARCH. They also discussed the connections that had
been made to the wider research literature. A member of BGU staff who regularly attends
these meetings made anonymised notes during these discussions. These notes were fed
back to the CA to be collated into this report, together with the elaborations that had been
given during the ‘What 5 words’ process.
Initial summary documents were returned to the student council for evaluation and
comment throughout the creation of this report, and changes and clarifications were
requested and made. This process was repeated until the council members were happy that
the document fairly and fully reflects ARCH’s collective ‘voice’.

Dissemination
A summary of findings agreed by the student council, together with the Word Cloud, will be
shared by the council with the wider community via the ARCH pages on the BGU website
and will in addition form an element at the university’s annual Learning and Teaching
Conference in June. Lessons learned from the case study will be carried into next year’s
student council cohort and will be available to inform the future development of the
community hub.
The Council has further agreed the wider sharing of findings through the potential
publication of this paper in the Journal of Inclusive Practice in Further and Higher Education.
Should it be accepted for consideration, the published deadline for resubmission of updated
papers falls outside term time. However, provision is in place to ensure that autistic student
members of ARCH will remain fully involved in any rewriting or editing decisions as
requested by the journal.

Findings
The suggested words resulted in the following Word Cloud:

This gives the following ‘themes’ to have emerged:
Primary themes: Friendly, Community
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Secondary themes: Support, Welcoming, Acceptance, Aware, Fun.

Discussion
The most powerful element to emerge from this study is that ARCH is a friendly community
for its members. Words such as ‘helpful’, ‘together’ and ‘share’ all echo a feeling that this is
a community of people who work together, support each other and understand each other.
Members are pleased that these words were emphasised: as one articulates, ‘ARCH isn’t
what it does, it’s the members’. Other words used to express something of this element are
‘kindness’ and ‘loyalty’; it is understood as important that ARCH is about ‘students helping
each other’, although the importance and value of allies is also noted.
Identification of ARCH as ‘friendly’ expresses something of the importance of acceptance, of
being in a group that shares feelings of connection, of similar norms and values (Hickey et
al., 2018). Crompton et al. (2020) suggest that autistic people may feel more comfortable
expressing their feelings with other autistic people, and it may be that autistic people create
a feeling of community by sharing their experiences of autism within their shared group
(Jones et al., 2013; Jones et al., 2021). As well as friendship and friendliness this sense of
being a ‘community’ is worth recognising. The neurodiversity movement (Singer, 2017) and
the affirmative model (Swain and French, 2000) support understanding of autism as a
culture and as a group of people who share an identity. As such, this understanding
embraces autism in much the same way as the Gay Pride movement has embraced (and demedicalised) homosexuality (Dyke and Russell, 2020). The platform for autistic people
coming together to self-support began through use of the internet (for example, Davidson,
2008), with the forming of in-person autistic communities such as ARCH a relatively recent
phenomenon (Dyck and Russell, 2020).
An impression emerges of support both given and received, where the shared lived
experience of autism is valued and respected. This is seen as important and pleasing; one
member expresses that ARCH is where ‘students [are] coming together with common
issues’. ARCH is recognised as an active force – a community that is approachable and
which is ‘there when help is needed’. It is understood as being there to ‘help with needs for
many students who are on the autistic spectrum’, and as having authority: it can ‘approach
issues firmly’. The welcoming element of ARCH is particularly strongly reported and
recognised as important, as is the feeling that this is a community where autistic people are
accepted. This is celebrated as empowering and may be particularly important to a cohort
who throughout their education may have been at increased risk of rejection and bullying
(for example, DeNigris et al., 2018) and for whom loneliness has been identified as a
significant negative factor (Umagami et al., 2022; Quadt et al., 2021).
The autistic awareness that is an intrinsic element of the ARCH community emerges as
important to its members, both as a community that is aware of its members’ needs and
one that spreads greater awareness of autism throughout the wider university. The fact
that ARCH is accessible and that its approach is flexible and adaptable are identified as of
value. One member highlights the importance that individual autistic communication
preferences are ‘not just recognised but are celebrated’, and that because of this, all
members of the autistic community have ‘a voice’. This voice is an essential element of selfadvocacy and self-determination (Lei and Russell, 2021).
Interestingly, the value of the community to support learning about autism within its
members is identified in a number of responses. It seems that ARCH increases awareness of
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autism both within and outside the autistic community. Members indicate that ARCH
supports them in ‘understanding more about autism’, and that they ‘learn more about what
it means to be autistic every day’. Indeed, one member goes so far as to suggest that ARCH
is a ‘great support system in creating an identity’. Recent research suggests that
understanding oneself as autistic and ‘not as a broken neurotypical’ can ‘empower people
to explore and nourish … self-identities’ (Botha and Gillespie-Lynch, 2022 n.p.).
As well as more serious issues, ARCH’s role as something that is enjoyable shines through
the responses. Members report it as such, which pleased the council who identify that the
use of the word ‘fun’ slightly surprises them. They feel that they have not been able to
arrange as many social activities as they might have liked, but celebrate that members find
the meetings and the general chat fun and clearly enjoyable. Feedback also recognises the
importance of ARCH as being ‘calm’ and ‘relaxed’. The power of ARCH to give autistic
students time to be themselves comes across powerfully, as does that it is a place to
‘explore creative outlooks’, with ‘activities and tasks that are easy and fun for students with
autism’. Sharing time, experience and ideas is identified as both ‘important and beneficial’,
as is the time to ‘talk and hear different perspectives and experiences of autism’. Members
report that meetings are ‘exciting’ and that they bring ‘a whole range of autistic students,
staff and allies together’. One student simply reports, ‘ARCH makes me happy!’.
An awareness of the value of ARCH, and a pride in its creation, also emerge. Students are
aware that, although as of yet a small element within the university, it is a ‘platform to have
a say on things’ and to ‘contribute to change’. They see it as ‘constantly pushing to spread
the word … and gain more resources’, recognising it as ‘an important part of Uni as it gives
people the ability to form connections’. One member describes how ARCH ‘feels alive’, and
a number of respondents articulate the perceived vibrancy of the community. However, the
responsibility of ‘ownership’ of ARCH as an autistic community, and the consequent
pressures of care, is also identified as an element by its founding member. This student
indicates that they ‘care for everyone in the group and when one admin task is not done, I
feel guilty’. They add that it can feel ‘quite stressful when something goes wrong’,
highlighting an element of challenge caused by the insider nature of the group. This is
countered, though, by considerable report of feelings of pride at the way the community
has grown in just 12 months and is continuing to grow. Whilst the inherent demands and
potential stress of self-determination must be acknowledged, autistic autonomy is a
powerful force. ‘The last decade has witnessed the emergence of a powerful call from
autistic people to have real input into the decisions that shape their lives (Poulsen et al.,
2022 n.p.), and ARCH can be celebrated as an example of just such an input.

Conclusions
ARCH is an important example of autism university support provision because it is ‘autistic
owned’. This does bring pressures as well as considerable benefits, and these need to be
acknowledged. That said, the wider autism membership of the group – that as well as
autistic undergraduates it includes autistic alumni, postgraduates and staff members,
autism family members, friends and allies – suggests that it has access to a depth of
understanding that is not always evident through provision by external support services.
Additionally, it empowers the autistic community through visibility. The simple (but seldom
recognised) fact that autistic people are a part of every element of the university is itself a
counter to the potential ‘othering’ of some disability rhetoric. It is a model that might well
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be considered by other institutions moving forward. It supports the affirmative model
(Swain and French, 2000) for institutions, facilitating autistic inclusion practices to be
positive, generative and a source of pride.
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Considerations of Extra Time for Online Assessments. Harriet
Cannon SAMNADP
Disability Advisory Team Manager, University of Leeds
h.a.cannon@adm.leeds.ac.uk

Context
The Covid-19 pandemic changed the higher education environment almost overnight.
Pedagogical approaches have necessarily adapted to the change brought about through a
move to digital learning and teaching, and Higher Education providers have sought to keep
pace with these changes. Changes to assessment practices have been particularly acute
with most HEPs moving from traditional, 3-hour, closed book, on campus examinations to
fully online assessment in the early days of the pandemic (JISC,2020c).
As the sector works to adapt to a return to campus activities and hybrid models, assessment
practices are once again under review (JISC, 2020a). Many HEPs have chosen to retain an
element of digital assessment, and questions regarding accessibility and inclusion continue
to dominate discussion about the future of assessment. Within those discussions are the
concerns raised by disabled students about their access to common assessment
adjustments (Disabled Students’ Commission, 2020). The most common concern raised by
students is their access to extra time allowances. This is a common recommendation both
in primary and secondary education, and, by extension, within Higher Education (JQC,2021).
However, students do not necessarily understand the reasons why extra time is
recommended, what difficulties it attempts to mitigate, or why extra time is not always the
universal panacea many students are led to believe it should be.

Different assessment methods have a different impact
Students with a recommendation for extra time (commonly students with Specific Learning
Difficulties, autism, or hearing impairment) have noted differences in their acquisition of
language, their language processing, their recall and/or their working memory. Closed
book, short-timed examinations rely on rapid processing of language, recall of information
without memory aids, and good working memory skills to hold and manipulate the
information retrieved. Extra time in this type of exam aims to mitigate the impact of slower
or different processing, information recall and working memory that are particular to a
short-timed, high-pressure environment.
Open book examinations do not generally require information recall without memory aids.
The emphasis is instead on the application of knowledge and information, rather than its
retrieval (University of Leeds Library). Extra time does not generally improve the ability to
apply knowledge. Having a longer exam window (e.g., 24 or 48 hours) means that the
pressure of the timed element is removed; rapid processing of language is not the aim of
the test, and neither is rapid, accurate recall. The aim of the test is to demonstrate the
application of knowledge, and this is less affected by differences in language acquisition,
information processing or working memory. Students are free to use memory aids and to
access assistive technology (screen readers, spell checkers, voice dictation etc.) which
mitigate the impact of their disability in this respect more than the application of extra time.

Extra time as a reasonable adjustment
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For most 24- or 48-hour exams, the actual expected writing time is usually much shorter,
often around 3 hours (the same as a standard closed book, on campus exam). If we applied
the usual standard on-campus arrangement of 25% extra time this would give disabled
students 3 hours 45 minutes to complete the exam. However, students sitting a 3-hour
exam within a 24- or 48-hour window are effectively receiving 21- or 45-hours additional
time (rather than 45 minutes).
Under the Equality Act there are two key tests of ‘reasonableness’: whether the adjustment
is effective in achieving its aim, and whether it is practicable in its application (AdvanceHE,
2010). Several studies show that non-disabled students who receive extra time do not
generally benefit substantially from this additional time, whereas disabled students do
benefit from the extra time. In other words, for non-disabled students, extra time makes
little appreciable difference to their final outcome (they don’t achieve a better mark), but
for disabled students, it can make a significant difference (the differential boost theory – see
Duncan & Purcell, 2019 for a review of the literature)
But extra time only mitigates the impact of disability up to a point: it does not improve the
application of knowledge and it is unlikely to improve the student’s outcome for this reason.
It is not a simple case of saying that non-disabled students are advantaged by having extra
time, and disabled students are disadvantaged by receiving the same amount of extra time
as their non-disabled peers. Applying extra time in addition to the standard 48 hours is not
likely to be effective in achieving its aim as it is unlikely to improve the ability to apply
knowledge, and it is unlikely to confer any significant advantage to disabled students. It is
therefore unlikely to be effective under the test of reasonableness.

Extra time is not universally applied
It is worth noting that not all disabled students are in receipt of extra time. This
recommendation is only made for students where there is an evidenced, disability-related
impact on their language acquisition, processing speed, recall under time pressure and
working memory. Students may have been in receipt of extra time at school, where the
number and scope of exam access arrangements is limited by exam boards. Universities,
who are, effectively, their own exam boards, have far greater flexibility over the nature of
exam access adjustments. For example, universities can agree rest breaks instead of extra
time where there is an impact of fatigue or anxiety in the exam, rather than on language
processing and recall.

Other support and adjustments
Exam access arrangements are only one type of adjustment for disabled students. Students
who commonly have a recommendation for extra time, provided they have submitted
sufficient evidence of disability, are also likely to access other support, such as Specialist
Study Skills Tutoring, where they will develop strategies around exam technique and time
management to mitigate the impact of their disability on timed assessments.

An inclusive approach
Having a standard amount of extra time available to all students (24 or 48 hours) is the
inclusive approach (Lovett, 2010) as it supports different cohorts of students, including:
disabled students; those who have not disclosed or who are unaware that they are disabled;
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students working in other time zones; students with caring or work responsibilities; and
students for whom English is not their first language. Importantly, it does not require
students to be registered with a Professional Service such as Disability Services in order to
benefit from this flexibility, which means it is a more inclusive approach.

24 hours vs 48 hours
Many universities offer a 24-hour assessment window as standard. However, within any 24hour period there is likely only to be a maximum of 12 working hours, as people also need
time to sleep, eat, and carry out work or caring responsibilities. Therefore a 24-hour
window may not be sufficient to be sure that disabled students, and students with other
protected characteristics, have enough flexible time to mitigate the impact of their
characteristics on their assessment performance.
In recognition of this, those Universities offering assessments within a 24-hour window
generally require disabled students to be registered with Disability Services in order to apply
additional reasonable adjustments such as extra time or rest breaks (NADP, 2021) to the
standard 24-hour window. Whilst this approach mitigates the impact on disabled students,
it is not fully inclusive (since it requires bespoke reasonable adjustments) and it does not
support students with protected characteristics other than disability (Bunbury, 2020; EHRC,
2019), or those students who are undiagnosed or unable to evidence their disability.
A 48-hour assessment window gives students two 12 hour working windows, spread over
two days, in which to complete the assessment. This is particularly important for students
who experience a fluctuating impact of their disability (or other circumstances which are not
static) as it allows more available flexible time in which to start and end the assessment.
Where a 48-hour assessment window is standard it is likely that most students will not
require any additional time or rest break allowance, though exceptions should always be
considered, noting that disabled students experience disability differently.

Time limitations within assessment windows
It is increasingly common for HEPs to arrange for time limited assessments offered within a
wider assessment window. For example, students may have 24 hours in which to start an
assessment but, once they start, they must finish within 3 hours, or their assessment will
close. In this case, the extra time allowance should be added to both the longer window (24
hours) and the limited time assessment (3 hours). If extra time is not allocated as
appropriate, disabled students will effectively have received no mitigation for the disability:
no reasonable adjustments will have been applied, which is clearly problematic.

Conclusion
Assessment practices continue to evolve in line with changes to pedagogy arising from the
Covid-19 pandemic. What started as an emergency response to an emergency situation has
transformed into a wide-ranging, and likely permanent, change to the ways in which
assessment is delivered to, and experienced by students.
Applying standard exam access recommendations, designed for traditional on-campus
exams, to digital assessment will not always work; consideration needs to be given to the
nature of digital assessment, what is being assessed, and how best to mitigate the impact of
disability as a result. Extra time may be the solution in some instances, but it is unlikely to
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work on its own, and simply applying extra time to all forms of digital assessment will not
bring about the benefits some disabled students expect from their experience of in-person
examinations. Instead, HEPs must look more broadly at their assessment practices and
consider whether standard exam access recommendations are still appropriate in the
context of digital assessment.
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Impact of chronic spontaneous conditions during study – a personal
reflection with considerations for disability practitioners. Alice
Chapman
Product Developer (Learning Design), Arden University achapman@arden.ac.uk
The aim of this personal account is to reflect on my educational experience whilst living with
Chronic Spontaneous Urticaria and Idiopathic Angioedema. I will give a background to my
early educational years through postgraduate study as a distance learner studying for a
Master's by Research, and my experience studying a Postgraduate Certificate in Digital
Pedagogies and Practice. I will give insight into how these conditions manifest and how they
affect my everyday life, study, and work, and offer my thoughts on how we can better
support students with Chronic Conditions.

Definitions and Terms
The following conditions are noted in this reflection:
Chronic Spontaneous Urticaria (CSU):
"Chronic Spontaneous Urticaria (CSU) is a common and distressing skin condition that
causes red, raised, itchy and sometimes painful hives or wheals on the skin with no known
obvious trigger. To be considered chronic, the wheals (urticaria) must be present daily for at
least six weeks and is referred to as 'spontaneous' when the trigger is not known."
(AllergyUK, 2021)
Idiopathic Angioedema:
"Angioedema is the swelling of the deeper layers of the skin, caused by a build-up of fluid.
The symptoms of Angioedema can affect any part of the body, but swelling usually affects
the:
• eyes
• lips
• genitals
• hands
• feet
Many people with Angioedema also experience urticaria (hives). This is a raised, red and
itchy rash that appears on the skin." (NHS Inform, 2022)
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Angioedema, in its worst state, much like an allergic reaction, can cause difficulty breathing
due to a swollen tongue, throat and lungs, and advice is to go to Accident and Emergency
when CSU or Angioedema starts to appear on the face.
In the case of both conditions, each episode is a new occurrence and lasts around 24 hours
meaning that in particularly bad periods when the conditions are visible every day for
weeks, months or even years, a person can experience hundreds of individual instances of
the condition.
Not everyone with these conditions identifies as disabled; however, I include these
conditions when disclosing other disabilities.
Additionally, not everyone experiences both CSU and Angioedema; however, in my case, I
do not tend to have an episode of Angioedema without having first had CSU.

Lived Experience
Early Education
During my move from primary school to secondary school in 2000, I began experiencing the
first instance of CSU and Angioedema. Very little was known about these conditions then,
and most medical professionals would tell me that from cases they had seen, the conditions
would not reoccur after puberty, often linking the condition to being a woman.
There is no pattern to the symptoms of these conditions, mostly due to their episodic
nature; however, in the first severe episode I experienced spanning over five years, I found
that it would often appear between 5 pm and 6 pm every day, worsening throughout the
night and disappearing the following day.
I would rush home from school to avoid social situations with the fear of embarrassment if
the condition were to appear. When the conditions worsened, I would have to go to the
doctor's surgery during the evening and wait to be seen, where I would be sent to the
hospital and kept overnight for observation. The following day, the conditions would have
disappeared, and doctors often asked why I had been asked to stay overnight.
I was prescribed antihistamine tablets twice a day, making me drowsy. We tried lotions for
eczema, goat's milk remedies, and aloe vera concoctions for the itching, which all worked
for a short time. I dreaded the calamine baths that awaited me in the evenings and often
argued with my parents through tears in their attempts to help me stop scratching. I had to
learn at an early age to be organised with medication and carry it around with me, which I
would sneak off to take if I was with friends, especially in later teenage years.
In terms of my education and school life, I became very conscious of how my skin looked
and would wear clothes to cover up as much as I could, as I was concerned that people
would be repelled by the way that I looked or worry that people would think they could
catch something from me. These measures would sometimes worsen the conditions,
especially if the clothes were tight to the skin.
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I spent my time playing music, which became quite an escape for me, and I often hid away
in the music department, hindering my learning of the other subjects I was studying;
however, it felt like a place where I was safe.
For any school trips, I would need to get a note from the GP to say that it was okay for me to
attend due to my conditions and that I would manage them myself with medication.
Teachers would ask me openly if I had taken medication for my 'rash', and I felt
embarrassed and vulnerable in front of my peers.
My parents were very supportive and wrote to Allergy UK for guidance, both for themselves
and for me. As part of my treatment and investigative approach, we tested out different
foods, drinks, washing detergents, and toiletries to see if anything would improve. There
was little information, and my Mum wrote to our local MP to raise awareness of the
conditions, who invited her to meet and discuss the situation further, but nothing more
came of this.
Still, very little was done to support both me as a child with these conditions, or my parents
in learning how best to help me or to help their anxiety around seeing me struggling.

University Education
The CSU and Angioedema appeared to subside around the time of my 16th birthday.
Throughout the first episode, medical professionals I met told me of anecdotal cases they
had seen in which young girls experienced CSU and Angioedema during their teenage years,
which appeared to fit with my case. Looking at this now, I see an issue with intersectionality,
linking up the condition to being female and not thoroughly investigating potential triggers.
After a break from education following Sixth Form, I enrolled on an Undergraduate degree. I
chose to stay local to my hometown, partly because I was concerned about reoccurring
health conditions, amongst other personal circumstances. During my Undergraduate study, I
had short episodes but not a long stint like before - it was three years after I graduated that
my life was majorly affected once more by CSU and Angioedema.
In 2015, following an instance of tonsilitis, I began having episodes of CSU and Angioedema
again. This episode lasted for around four years. Much like the first significant episode, it
became apparent that still, little was known about the conditions, and anything that was
known was not common knowledge, even within the medical profession.
While waiting to see the specialist for the first time, my GP told me to go to A&E if the
Angioedema started to appear on my face, hands or feet as it can come up on my tongue
and, within seconds, in my throat and lungs. The first time this happened, I went to the
hospital, and the doctor said that he did not see anything and accused me of wasting his
time, sending me home without any further support. I struggled through this instance,
worrying about further manifestation.
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Following this experience, it made me question myself on every instance when the
Angioedema started appearing. I would call the non-emergency NHS line for assurance in
the appearance of the condition. Within five minutes of talking to them, I would have small
spots of CSU turning into Angioedema in moments, at which point, they would either send
an ambulance or advise that I make my way straight to A&E.
I would spend hours in A&E, where they would give me ibuprofen and other antiinflammatory medication whilst waiting to be seen, and then given steroids either through
drip infusion or in tablet form. I would often be asked what I am allergic to as they thought
it was a reaction. Through a swollen face and lips, I would have to explain that it is called
CSU and Angioedema, and it does not have a specific trigger. I would feel relieved on the
odd occasion when a nurse or doctor would say that they had seen it before and knew what
to do without me having to try to guide them.
When I started to see the specialist, she told me that, through research over the last few
years, they have discovered that there are several possible triggers:
• anti-inflammatory medication
• antibiotics
• seafood
• stress
• direct sunlight
• heat or/and cold exposure
• caffeine
• infection such as a cold
• cold sores
• hypothyroidism or hyperthyroidism
• high levels of histamine in foods
This information made it clear that anti-inflammatory medication was the main trigger for
this second episode and during trips to A&E, the administration of these types of medication
would have been making my condition worse. They would often give me anti-inflammatory
medication to attempt to subside any swelling.
Once initially triggered and a major episode had begun, all of the above triggers were
causing me to worsen, making daily life quite difficult. I started having tests for different
conditions in an attempt to uncover possible causes, and I had to explain the reasons for the
test to each different specialist. I was prescribed several medications and had to have
regular blood tests. They recommended that I have a tonsillectomy, which was cancelled
twice as they were concerned that my body would react negatively to the anaesthetic.
They also recommended that I have Cognitive Behavioural Therapy to help manage the
anxiety around the uncertainty of the conditions. I put together an action plan to follow if
my conditions started to flare up. My medication levels began to increase as the conditions
continued, and more health issues surfaced as they tested me for varying things.
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As trips to A&E were less frequent and I started to manage through medication, avoiding
potential triggers and taking more care of my wellbeing, I decided to look at studying for a
Master's. I wanted to do something that I looked forward to, keeping my brain engaged and
taking my mind off other factors.
I began studying Distance Learning, a Master's by Research Part-Time, as I thought this
would be a good, flexible approach to study. I expected monthly meetings with my
supervisor to alternate between in-person and online. I looked forward to my time with
them, talking about my ideas and beginning my research. However, on beginning the
programme, I needed to travel much more frequently for each meeting and had minimal
contact online, including via email. This left me feeling relatively isolated, and during my
second year, my supervisor undertook a sabbatical, during which time I did not have any
support. I disclosed my conditions to the university on admission, but no one reached out to
me.
The impact of studying whilst working and juggling my conditions was quite exhausting. I
would be anxious about a potential flare-up of my conditions, worrying about the impact
this may have on study and writing time, and not knowing how to manage if I ended up in
hospital. I feared that if I was taken to the hospital and could not contact anyone around
submission deadlines, I may fail my assessment without asking in advance for an extension.
It made me reconsider studying altogether, but I continued writing and submitted my thesis
on time, passing despite the experience. In hindsight, I feel I should have asked more people
for support during my study, but I felt such a burden by this point. I was very disappointed
with my final result and even felt disheartened by my performance; however, I know that I
did incredibly well to have succeeded.
In 2021, I studied and completed a PGCE in Digital Pedagogies and Practices. By revisiting
education and allowing myself to study with the proper support, I enjoyed studying again,
despite small instances of my conditions flaring up. The flexibility and support from teaching
staff and peers meant that I could engage in the programme, helping me to see the
possibilities going forward.

How do these experiences affect my work as a Learning Design practitioner?
It is important to recognise that without proper support from a university disability service,
academic performance, quality of life, and health can suffer, so disclosing a condition is
vital. However, it is not always that simple and is an individual’s choice. Additionally, people
may not always identify as disabled when looking at chronic conditions, and they may also
fear stigma around speaking to disability services.
Those who choose to disclose may not always access the support they need when they need
it. As with my conditions, I may not need it today, but tomorrow could be a different story.
Abilitynet guidance notes that:
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"A recent survey carried out by the Department of Education in January 2019 found that
students with long-term health conditions were more likely to be deterred from applying
because they were under the impression that DSAs were only awarded if you needed
specialist equipment or if you had a physical disability.
This is not the case. DSA covers a range of disabilities, invisible or otherwise, including
chronic conditions such as diabetes, cerebral palsy, fibromyalgia, chronic fatigue syndrome
and epilepsy. Medical evidence to support your diagnosis would be required to support any
application for additional funding." (Doyle 2019)
When you consider chronic conditions for support, universities must take positive steps to
create an environment where student needs are anticipated and communicate that
students with these kinds of conditions can apply and receive funding.
So with this in mind, how can universities be proactive in supporting spontaneous
conditions such as CSU and Angioedema?

Support
When I was student, my health often has me considering whether to defer my studies.
However, with the conditions I have, they could subside rapidly or equally worsen
significantly from one day to the next, so ultimately it would not have made a difference
whether I deferred or continued.
Nonetheless, it taught me the importance of support for students. Whilst I was experiencing
these things for myself, I worked in registries and student support roles in several different
universities. I saw students struggling with their studies for varying reasons, but needing the
same attention as me; a human connection and a need for someone to listen.
With chronic spontaneous conditions, their unpredictability means it’s difficult to know
what is coming next. You may be in hospital for days on end or have a whole year without a
single episode. But the anxiety around this is constantly prevalent, and you need to know
that your university will help you through an episode if it occurs. This is not only a symptom
of both my conditions but many other chronic conditions and disabilities too. Their
spontaneity and the lack of control that comes with it can be a source of anxiety.
I believe that an area we could work to assist students with is learning strategies to manage
their condition and their studies, providing information before an episode has occurred,
support during an episode, and continued guidance afterwards.
In terms of teaching practices, it is important to humanise the learning to support students.
This could be by using positive affirmations and reminding students that they are doing well.
Often with both my conditions, I would feel anxious about studying. Although it may not
always be visible, I would be fearful of an episode occurring which would cause a vicious
cycle of then causing my condition. But with positive comments from my lecturers, I would
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know that I was doing well, which would make me less likely to experience major anxiety
around my performance, anxiety being a potential trigger for my conditions. It's surprising
sometimes how such simple methods can have such a significant effect, and is something
that could and should be easily employed more widely in our pedagogies.
It is also important to have clear guidance and signposting for students. There were
occasions when I sat in A&E and wondered if I should submit mitigating circumstances for
an assignment, to request an extension or let them know that I wouldn’t be attending a
meeting. But without a clear process or accessible documentation, I felt unsure of who to
ask and often abandoned the thought, continuing to worry about it whilst receiving medical
care. It is critical to ensure that clear and accessible information and support such as a 24/7
number of a monitored inbox or chat that would provide an option for students like me who
may need guidance or to notify someone of an unforeseen circumstance 48 or 24 hours
before a deadline or a meeting. Additionally, training for this support line would be crucial.

Representation
My experiences have helped me work in a way that aims to make provisions more inclusive,
but connected to this, another element of my research and work has been around
representation. In my thesis for my MA, I researched disability in literature and depictions of
disability, and I did not find any characters that were representative of me. This has made
me strive to change areas in my Learning Design work to represent different people and
backgrounds. I have several other health conditions and I am also from an ethnic minority
background, and what is considered a non-traditional student. Therefore, intersectionality is
also important for me on a personal level. I understand feeling isolated when in educational
settings and not having been included in any material throughout a whole programme,
which can add to feeling that you may not want to disclose a condition, and as though you
are abnormal, an outcast from your peers.
Part of living with a disability is often feeling alone and not having a connection. But by
having more representation of different conditions and experiences, we can unpick the
stigmas around these areas, challenging unconscious bias and working to make learning
more inclusive.
Looking more specifically at chronic conditions, they are not often mentioned when
discussing disabilities. As noted in the definitions and terms section of this paper, not
everyone identifies chronic conditions as disabilities, including those who have chronic
conditions. But by allowing for more conversations in this area, by providing spaces and
naming chronic conditions as part of support material and in resources, it is possible to
provide better assistance for students who may feel alone in their difficulties.

Flexibility of engagement
By providing a flexible, inclusive learning experience, we can give opportunities for more
people to learn - and part of making learning content accessible is making it human, building
opportunities to interact with peers and educators.
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It is important to think about if students are receiving the right support to get them into
study; and whether we can provide good support through their study with our internal
teams, or if they would benefit more from support elsewhere. The key question should be:
what is best for that individual student?
Universities should also be building spaces for students to ask these questions easily,
without additional barriers to access support.
In terms of learning and teaching, inclusive design and flexibility in engagement allow
people to learn at their own pace, giving opportunity to engage wherever they are.
Particularly for people with chronic conditions, this means that if they have an episode, they
can take the required time to recover and continue their studies with the support of their
university.
In regards to internal systems within universities in particular, there is a further need to
ensure that student disclosures and adjustments are monitored and relevant information is
circulated as required to give the greatest possible opportunity for support. I often found
that I needed to repeat disclosures to staff members when asking for information and
support during my Undergraduate degree and this led to me not asking for this support
during Postgraduate study as I was tired of having to explain my conditions, provide
evidence and request help when it is not always about knowing what a condition is; it is
about knowing what the person needs. In my case, just knowing that I could step out of a
lecture if my condition began to flare up would have been very helpful. And in my
experience of more recent education, knowing that I could re-watch a recording if I could
not attend due to an episode of either of my conditions helped with my anxiety around
study and engagement.

Sharing my story
Finally, I think it is important to tell these stories; to let students know that there are people
who have experienced studying with a chronic illness and lived to tell the tale! To remind
educators that there are students in their lectures or viewing their materials who live with
these conditions and deserve recognition the same as everyone else accessing education.
Those students would benefit from knowing that it is okay to ask for an extension or finding
out where to get support.
We cannot change the fact that these conditions require a lot of appointments or that they
may need more time to complete the work. Nevertheless, we can help students feel that
they are not a burden and that they can succeed alongside managing these conditions.
Overall, considering my own experiences and those of students living with chronic
conditions that I see in my professional work, I feel there are several areas educators can
start reflecting on to broaden attitudes, access and provision for chronic spontaneous
conditions in academic contexts: improved support, flexibility of engagement and true
representation within learning and teaching settings. By working together to communicate
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best practice and by sharing stories like my own, I invite educators to think about chronic
spontaneous conditions in their content creation and support and encourage students to
reach out for help and guidance; to know they are not alone.
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Abstract:
The mental health of students is a critical issue which has steadily been increasing since
2020. The pandemic has exacerbated the presence of illness, and declining well-being
symptoms. This paper will explore the current picture of mental health within the United
Kingdom, and in particular, mental health in student populations. It will discuss current wellbeing ideology before introducing new ideas and potential approaches to enhance mental
health and well-being outcomes in student populations. This paper is written from the
viewpoint of a Ph. D candidate, focusing on Positive Psychology, and developing effective
interventions to increase the mental well-being of students. It will explore the idea that
using an autonomy and choice model improves mental health if stereotypical wellness
domains are not the direct focus of provision. We will conclude by highlighting the notion
that if we move away from conventional models of mental healthcare, we can provide a
more holistic approach will increase independence and thriving in student cohorts.

Introduction
Student mental health is classified as a critical issue within pre-existing literature Even
before the COVID-19 pandemic, student populations were categorised as at risk of
depression, anxiety, and suicidal ideation (Wasil et al., 2021; Broglia, 2020). Pre-pandemic,
in 2019, the Trendence UK survey found 45.5% of students were concerned about their
mental health (Pollard, 2019). In Chen and Lucock’s (2022) study they found that 50% of
surveyed students were experiencing anxiety at a level higher than the clinical threshold.
The same study found that students had low levels of resilience and reduced ability to cope
with distress. These difficulties translate far beyond graduation, with the mental health of
graduates being called a ‘simmering pressure’ and appearing to be present at a global level
(Bekkouche, Schmid & Carliner, 2021; Charles, Karnaze & Leslie, 2020). During a metaanalysis, Hernandez Torrano et al., (2020) found that during university students
psychological distress increases to clinically relevant levels and while it decreases postgraduation, it does not return to normal levels seen before the commencement of
university. The same paper found that over the last decade, mental health complaints in
students and help-seeking has increased significantly. In June 2021, the UK government
found that 29% of students had sought help for their mental health and well-being, in the
form of Improving Access to Psychology Therapies (IAPT) services, primary care such as a GP
or online university services since the commencement of Autumn 2020 (Torrano, 2020).
Students are at risk, and the need to pay attention to service provisions has never been
greater. While the general estimate of the pandemic is that mental health problems have
increased astronomically, the exact impact of this remains unknown.
The student experience is fraught with stress and anxiety for neurotypical individuals,
without considering any conditions that may make the academic journey more difficult. For
those commencing their journey, there is the anxiety that comes with transition from
further to higher education. Considering a variety of conditions in this instance is important,
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from the anxiety which may be co-morbid with mental health conditions, to the issues with
small changes to the propensity of moving institutions. These changes all occur at a critical
time period for young adults. In addition to this, those with pre-existing conditions will also
have to endure the move from child and adolescent mental health services (CAMHS) to
adult mental health services (AMHS), which can be an administratively challenging for those
individuals concerned (Prowse et al., 2021).
The pandemic has exacerbated the prevalence of mental health conditions, with 80% of
people reporting a worsening in their condition as a result of increased isolation, loneliness,
and living with a tinge of fear throughout the course of the pandemic. It is estimated that 1
in 4 people will experience a mental health condition within their lifetime, with an
estimated 1 in 6 people experiencing common issues such as anxiety or depression each
week. In January 2020, the most common mental disorder within the UK was anxiety, with
around 5.9% of the adult population experiencing clinically significant symptoms
(Molodynski et al., 2021; Choi, Heilemenn and Fauer, 2020).
To consider the mental well-being of university students alone, UCAS (2021) reported a
450% increase in students declaring a mental health condition over the last decade. Snethen
et al., (2021) noted that students with serious mental health conditions are performing
significantly worse academically than their stereotypically well counterparts. This notion has
been echoed across much of the pre-existing literature, which concludes that psychological
intervention of some sort enhances academic performance (Lipson & Eisenberg, 2018;
Fleming et al, 2018).

Mental health services
Saini et al (2010) found that demand had increased far beyond the delivery capabilities of
services, that community mental health teams (CMHT) were not assessing enough referred
patients but acknowledge that CMHT’s were under an increased pressure due to demand
for their services. This was the picture in 2010, and 12 years later, the need for services has
never been greater. Research acknowledges that currently mental health is in both the best,
and the worst of times. This could be attributed to the progressive and open nature of
mental health conversations lessening stigma but long waiting times and over-capacity, and
an ever-increasing demand for mental assistance creating inaccessible mental healthcare.
The vast majority of mental health services focus on a reduction of symptoms and can only
be accessed in the presence of illness. The issue with this is that by the time a mental illness
commences, a period of suffering is inevitable. It is estimated that from the initial point of
accessing treatment it takes about 6 weeks to see an improvement (Priestley et al., 2022).

Well-being
Well-being is a holistic ideology encompassing multiple concepts from physical to spiritual,
and everything in between. The well-being market began to rapidly grow in the 1950’s and
is estimated to be worth around $4.2trillion globally at present. Despite this, the idea of
wellness and well-being has been present in philosophy for centuries, with notable figures
such as Hippocrates stating that ‘walking is a man’s best medicine’ and Plato adding ‘the
part can never be well, unless the whole is well’. This notion has been applied to modern day
approaches, and practitioners likely share the same ideology without realising such (Vernon,
2008).
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The idea of well-being is a widely researched and dissected phenomenon, which often
draws ambiguous conclusions due to the subjective nature of the concept. Well-being,
particularly mental well-being, is personal and unique to everyone, which makes it difficult
to quantify. The Mental Health Foundation describes mental health as how individuals think
and feel about themselves and their life, and how this affects their ability to cope with
adversity. Rath & Harter (2010) found that well-being is made up of five components:
physical, financial, career, social and community.
Ereaut & Whiting (2008) conducted an interesting study which examines the concept of
well-being and how it ‘behaves’ in a real life more deeply than others of a similar calibre.
Key findings include the idea that well-being cannot be applied to the whole population; it
looks different for individual groups (i.e. children, adult, employee). It has multiple
components, and it has no real opposite. Within a book chapter, Billson refers to the
opposite of well-being as ‘ill-being’, although this term has not been commonly adopted
(Rath and Harter, 2010).
Of course, well-being differs from population to population. This example can be highlighted
most effectively by discussing financial security. Within the western world, finance and
material possessions may be seen as a key indicator of well-being, however within poorer
nations, an indicator of well-being may be close family connections or having enough good
food to eat.
By the end of March 2020, overall personal well-being within the United Kingdom had
decreased to an all-time low, with a sharp deterioration in areas of well-being such as daily
emotions and overall happiness. This could be attributed to political events such as Brexit or
concerning health events such as the beginning of the coronavirus pandemic. At the time of
writing, the well-being report for more recent history is not available. In 2017 a nationwide
survey found that on a basic level, only 46% of adults were happy. The same survey,
arguably one of the most in depth before the COVID-19 pandemic skewed the data, found
that generally men are happier than women, a career which is deemed enjoyable increases
well-being, regular exercise increases happiness and 6-10 hours of sleep per night will
generally improve our mood (Snyder, 2002).

The problem with wellness domains
If we consider the domains of wellness outlined within above noted models, the distinct
domains of wellness are sleep, physical activity, healthy eating and additionally, social
interaction. Often referred to as the ‘big 3’ for adult well-being; sleep, diet and physical
activity are modifiable behaviours which impact the way we feel.
Sleep is arguably the biggest predictor of mental wellness as the body uses this time for rest
and recovery. Unfortunately, sleep is one of the things most affected by mental ill health.
Periods of broken sleep, insomnia and hypersomnia are common when one is struggling
with their mental health with depression and anxiety leading the way for significant
predictors of disturbed sleep.
This difficulty spreads across each ‘wellness domain’, affecting social interactions and the
ability to lead a normative, healthy life. Diet has been found to have implications on mood.
There is a growing body of research which argues that microbiomes in the gut affect brain
functionality. Additionally, there is the evidence from presenting cases of depression. It is a
well acknowledged fact that depressive symptoms limit individuals’ abilities to motivate
themselves to do enjoyable, social activities let alone to engage in daily physical exercise.
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The issue with well-being promotion is that generally individuals know what they should be
doing. We should get 8 hours of sleep, we should drink enough water, we should exercise
each day, we should be outside in nature every day, we should socialise, we should rest, and
we should eat healthy food. However, those struggling with the affliction of any mental
health condition will likely find it difficult, nearly impossible to complete these ‘should’
activities. Some mental health problems, namely Depression and Schizophrenia feature
negative symptoms, a behaviour present at a functioning, healthy baseline being reduced.
With this in mind, it may be beneficial to consider that instead of enforcing well-being
components on to those who do not need to feel worse about themselves, mental health
services should seek to educate these individuals and provide the skills to manage difficult
periods.
If mental health is to be judged on the aforementioned domains, the likelihood is that
individuals will fall at the first hurdle. To measure well-being against domains which are
naturally affected by mental ill health puts those afflicted at a disadvantage. In addition to
this, the well-being components seen in common models do not factor individual
differences in, and assume that everybody should eating, sleeping, drinking, and socialising
the same. This is not the case. Daily, weekly, or monthly check ins to assess sleep, eating
and exercise create a level of pressure which is not required for already floundering
students. As noted by Orji, Lomotey and Oylbo (2018) monitoring these things feels
aggressive and ‘punishy’ – the exact opposite of what students who are already under
extreme pressure need to enhance their well-being.
Autonomy has benefits on mental health. Providing individuals who are struggling with their
mental health with choice, affords them the opportunity to trial things and work out what is
effective for them. Often, mental health services work on a singular model, leaving outliers
not supported in the most effective way.

The potential impact of digital platforms
The growth of mental health focused digital platforms has increased the ability for
researchers to explore the positive impacts they may have on students. The potential
positive impact of digital platforms for mental health is increasing within the research
community. Platforms which offer support in this way alleviate a wide variety of barriers,
such as stigma and embarrassment. They are more efficient and accessible, which is
particularly beneficial at a time when mental health services are stretched to breaking point.
A potential all-encompassing solution is to provide individuals with the tools to manage
their own wellness, across multiple pillars. A focus on a holistic approach, rather than on
specific domains.
Aspire is a digital platform which provides support across multiple areas. For the purposes
of this paper, the focus will be on the mental healthcare aspects. The Aspire online platform
has specifically been designed to eliminate some of the gaps found within mental health
care. Aspire believe in a positive approach to well-being support, and consequently seek to
enhance therapeutic accessibility. A growing mass of evidence supports the idea that
providing accessible mental health support online via a web-based platform can bridge the
gap created by long waiting times, fear, and stigma. Renfrew et al (2020) found that
irrespective of human interaction, an online (whether web-based or app-based) platform
provided marked improvement on the well-being of cohorts. This notion has been echoed
across much of the research, with Dekker et al (2020) highlighting the inability of UK
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institutions to manage their student’s mental health crises and citing that online platforms
serve as an effective and scalable solution to this issue. The ability to self-manage and selfmonitor mental health is a novel idea that could revolutionise the way that mental health is
managed. It is widely accepted that nowadays, most people have access to the internet or a
smartphone, which increases the accessibility of well-being programmes and makes space
for innovative new services, thus increasing the chances of thriving individuals.
Research shows that the most effective methods of enhancing mental health are those that
directly change the stressor (primary control) and manage the negative emotions associated
with it (secondary control) (Friere et al, 2020). There is also a mass of evidence for the
provision of specific mindfulness and meditation exercises, such as the loving kindness
meditation, which decreases stress and anxiety in university students (Tozack et al, 2020).

New approaches
Within recent years, psychiatry has made progress towards empowering individuals during
times of mental ill health. The discipline has become increasingly psychosocial, considering
the multiple aspects of what it means to be a human being, rather than streamlining mental
health care into a simplistic one-size-fits-all provision. Lake (2017) argues that current
models of mental healthcare do not meet demand and that a collaborative, allencompassing approach is needed to improve outcomes. Students particularly, have found
that the services that are able to access feel somewhat useful, but generic rather than
unique (Kendall, 2016).
Common approaches that are generic in their offering tend to focus more on the cause,
rather than the symptom, for example, exams. Often, students will be taught organisational
skills, memory techniques and exam preparation tactics. This does little to manage the
physiological symptoms of anxiety, which is necessary to create positive mental health in
academia (Brewster and Cox, 2022).
The use of multiple approaches on a web-based platform creates a potential new direction
for mental health care. It has been noted that e-learning platforms are a promising and
growing way of providing mental health services, which vastly increase the change of
improvement (Di Carlo., et al, 2020). These findings were echoed by Renfrew et al., (2020)
who found that well-being was enhanced by web and app-based platforms which sought to
promote mental wellness.
The most effective approaches to improving mental health are the ones that factor in
multiple therapeutic interventions, as each therapy style has benefits that we can all take on
board. Cognitive Behaviour Therapy is very proactive; individuals have to work to feel
better. Dialectical Behaviour Therapy teaches tolerance of distressing feelings. We are
taught that negative feelings are bad, they are not. They are part of life. Acceptance and
Commitment Therapy teaches acceptance. Let things be as they are and live in the present
moment. Compassion Focused Therapy encourages compassion to both others and us.
If we blend theories, well-being advice and somatic calming, such as mindfulness, relaxation,
or meditation we create a holistic approach to mental health care, which is more effective
than considering singular treatment options and allows users to ascertain what works for
their individual needs.
Platforms such as Aspire factor in approaches from a multitude of different therapeutic
schools, mindfulness, meditation and relaxation, positive psychology, and well-being advice.
It has been designed to consider a variety of difficulties and prevent problems becoming out
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of control. Users can access exercises and perfect them before an issue becomes
problematic. The platform can be described as a holistic toolbox that is constantly under
development to ensure the most thorough attempt to always ensure mental wellness. The
key to mental health is education, a holistic approach and allowing individuals to have a
multitude of options to engage with enabling them to use what works for them.
When organisations ensure that they are research informed and value feedback, they can
create a service which fully meets the needs of its users. Where possible, individuality
should be a prominent factor of service design- some people may want to use physical
activity to enhance their mood, but this may be an inaccessible suggestion for others. If
practitioners focus too much on one specific domain, they risk alienating students at the
very point of need. It is imperative that an integrative approach is taken to ensure students,
and beyond that, those suffering from mental ill health are supported in the most effective
way, and that way is holistic, all-encompassing and whole.

Conclusion
As noted previously, domains of wellness models, which promote old fashioned ways of
thinking, are detrimental. They set both practitioners and service users up to fail. The world
we live in now is diverse, ever changing and most importantly, struggling with increasing
mental health problems. Web based platforms can overcome certain challenges faced by
individuals, in a safe and contained manner, free of stigma, shame or long waiting times.
Online platforms offer immediate solutions, and those which consider the whole human
experience provided a level of superiority in terms of mental health support. As noted by
Figueroa and Aguilera (2020) the current mental health crisis calls for a ‘grand upscaling’
and online platforms can do that, due to their accessible and remote nature
As an industry concerned with the mental health and well-being of individuals, it is vital that
we ensure that we do not measure successful outcomes based on models that are not
holistic in their offering. Models of care must seek to consider multiple approaches,
methods, and interventions to be able to successfully provide adequate support
services within the mental health and well-being remit.
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Water Cooler Moments: Informal learning opportunities, studybuddies and COVID ‘lockdowns’ in Higher Education institutions. Dr
Ivan Newman
Abstract
Drawing on personal experience of creating collaborative workspace in the ‘corporate
world’, this reflection discusses the loss of social learning opportunities, including informal
peer mentoring through ‘study-buddy’ relationships, as Higher Education moved online due
to COVID-related restrictions. Published work relating to doctoral students and junior
doctors is examined to identify key elements, including some cautions, of study-buddy
relationships. As HE reverts to the situation ante, albeit with potentially a greater online
component, advising all students to develop and maintain study-buddy relationships will
benefit their academic studies and future careers.

Introduction
In the early 2000s I held the most intriguing job title of ‘Head of Smart Working’ with a remit
of creating an environment which would help my 15,000 colleagues work more
collaboratively, creatively, flexibly, and yes, also at a lower cost of office premises. Amongst
the many ideas which we implemented was the explicit creation of spaces within our office
buildings where interaction was not only hoped for but actively promoted through providing
particular resources, such refreshments, informal, comfortable and moveable seating, the
talking point of ‘news screens’ providing carefully curated stories from around the company,
copy whiteboards together with pens, erasers and copy paper. Our management aim was
to encourage ‘the sum being greater than the parts’ to solve problems. The underlying
concept upon which we drew was the ‘water cooler moment’ a phrase which we often
heard from our US colleagues “indicating [a] kind of informal conversation among office
staff that takes place at such a dispenser” (Collins Online Dictionary, n.d.). We had heard
anecdotes of numerous ‘breakthrough moments’ which had occurred when colleagues,
were freed from the mental constraints of sitting at a desk or within a closed office and
could share their ideas, problems, barriers and suddenly ‘saw the light’. Our management
aim was to make that illumination happen more often, to load the dice so such moments
were not left entirely to chance.
In my role as specialist study skills tutor, working with students encountering some
difficulties with their studies due to a specific learning difference such as dyslexia, dyspraxia,
ADHD, Autistic Spectrum Condition, I have often found myself discussing ideas around
working with their peers in a mutually supportive way, outside the formal groups
established explicitly by the course or course leader. Typically, the ideas might be framed
around having an informal ‘study-buddy’, a one-to-one environment of mutual support or
membership of an informal study group [typically comprising two people] (Cottrell, 2013, p.
257). Additionally, and as we as study skills tutors have no subject specific knowledge, we
acknowledge the power of meeting up with fellow students over coffee (and biscuits!) to
make sense of that impenetrable lecture, theory, practical, assignment or opaque tutor
guidance. In other words, I, in common with my fellow tutors, recommend something akin
to various types of ‘water cooler moments’, opportunities for social learning, in line with the
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observation that “…within any educational setting learners naturally engage in informal
peer learning to make sense of their course, test their ideas and share their concerns”
(Boud, et al., 2001). It is worth also noting that educators can design such ideas into their
courses “…formalising the use of this powerful approach to learning [to] encourage and
make explicit reciprocal peer learning…[integrating] peer learning into the design and
delivery of courses in higher education…[to yield]…more effective learning” (Boud, et al.,
2001).

Students’ COVID experiences
Since March 2020 my students, in common with all students, have experienced
unprecedented changes in their formal and informal physical learning environments, not to
mention the psychological effects of multiple uncertainties regarding their studies, and their
own and their families’ health. They, and I, were entering the COVID pandemic’s terra
incognita.
Face-to-face learning was replaced wholly or partially by some form of online learning, the
balance between them being dependent upon the stage in the pandemic and their own
institution’s policy. These changes were accompanied by complete or partial exclusion from
institutional premises and, if students lived on campus, they typically returned to the
parental home. Opportunities for both the informal and formal in-person peer social
learning interactions described above, ceased or at best, when some face-to-face teaching
returned, occurred in a socially distanced manner. As one of my students described it, “It’s
like I’ve been sent to jail and put in solitary confinement” and another, when I asked her
what her 3-month goal was, “To get out from my parents’ house and be with my uni friends
again; I’m going mad here.”
Without exception, the 22 students whom I had been tutoring from before the pandemic’s
restrictions commented on their increased distractibility and ‘fidgeting’ plus decreased level
of focus during complete exclusions from face-to-face learning. Some students who had
previously reliably delivered on their assignments, started missing targets agreed in our
tutorials leading to, if not missed submission dates, significant ‘mountains to climb’ in terms
of work immediately before due dates.
In the Diagnostic Assessment side of our business, which typically leads to an award of
Disabled Students’ Allowances relating to Specific Learning Differences/Difficulties (SpLDs),
many more students approached us than before the pandemic with questions about the
possible presence of ADHD after falling behind in their online studies and/or being advised
by their academic tutors/disability advisors to seek a Diagnostic Assessment. In discussions
with these students, it became clear that many, in common with students already receiving
DSA, were experiencing newly increased distractibility and fidgeting and decreased ability to
focus. Although a diagnosis of ADHD was inappropriate where symptoms had been absent
in childhood and episodic rather than chronic (American Psychiatric Association , 2013);+(National Centre for Biotechnology Information, 2016), that behavioural change was
significant enough to raise the question of its presence illustrates the serious impact of
COVID-related changes to their lives.
The institutional response to the first COVID lockdown and move to online learning
In mid-2020, I researched the institutional response to the COVID lockdowns in English
Higher Education Providers. Over 100, of the total 133, responded, giving a unique insight
into the question of whether the needs of their disabled students were forgotten in the
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move to online learning delivery in the first COVID lockdown (Newman, 2022). Although the
pressures were immense on providers to move rapidly to online learning only two
respondents reported they had carried out Equality Impact Analyses (EIAs) as part of their
anticipatory Public Sector Equality Duty under the Equality Act (UK Government, 2010). This
absence of EIAs vis à vis disabled students strongly suggests that providers would not have
formally considered questions about the loss of social learning opportunities caused by the
move to online learning. Additionally, of the 4 models which the 2020 study identified of
institutional response to first COVID lock down: Keep calm and carry on, Meet an existential
threat, All hands to the pumps and An opportunity for change, it is only in this latter that the
need for the provision of ‘informal online spaces in which to meet’ might have been actively
considered.
Irrespective of the detailed ways in which online spaces may or may not replicate the
characteristics of physical spaces, my students’ experience is that the development of studybuddy relationships can be beneficial to many students in either type of space. Listening to
my students led me to ponder, formally, on the stages through which such relationships
might pass.

Mentoring and the study-buddy relationship
Mentoring, of which there are various ‘flavours’, possesses a number of characteristics
pertinent to this question (Landefeld, 2009); (Haggard, et al., 2011); (Chao, et al., 1992);
(Foote & Solem, 2009) and:
Comprises one person making an individualised effort to help another achieve their goals,
Has been viewed historically as monodirectional with an experienced person helping the
inexperienced but can also be reciprocal between peers,
Benefits from regular and consistent interaction,
Can occur with varying levels of formality, inter alia, from those which appear
spontaneously where participants self-select to those which form part of a more formal
structure of personal development.
Hence, the study-buddy relationships I discuss with my students would be described as
informal, reciprocal and involve self-selected participants meeting frequently.
Usefully, Gregoric & Wilson (2012) describe an informal and mutually supportive learning
study-buddy relationship during their doctoral studies. They characterised their relationship
as one of informal mentoring, which passed through distinct phases, based partly on Kram’s
(1983) 4-phases of mentor relationship. However, we need to consider the applicability of
their experience to that of students following their 1st and 2nd degrees.
In tutoring doctoral students, I have often thought that their needs represent in more
extreme form the needs of all students. For example, consider isolation. Doctoral students,
especially those whose work does not require their daily ‘on-campus’ presence, are more
structurally isolated than 1st or 2nd degree students who attend a mix of numerous lectures,
labs, workshops, seminars and so on, so affording the opportunity to socialise before and
after these attendances. Similarly, compared to 1st or 2nd degree students, doctoral
researchers are likely to have many fewer interactions with academic staff and fewer
assignments to submit, adding to a sense of isolation. The very nature of doctoral studies
means that most aspects of tertiary degree work will be larger and more complex, and
hence possess the potential to be more problematical, than for 1st and 2nd degrees. They
need to set the research in its wider context, conduct extensive literature reviews, typically
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identify their own methodological approach, design and complete ‘field work’, analyse
extensive data, create a critical discussion and conclusion including identifying limitations.
Additionally, they must originate 60-80,000 ‘academically polished ‘words.
Hence, examining Gregoric & Wilson (2012) experience of doctoral study-buddies is entirely
appropriate. Their relationship progressed as follows:
Isolation: Initially, they individually felt isolated, with little contact with fellow students, and
unsupported to the extent of feeling unguided. Separately, they joined a PhD self-help
writing group explicitly to mitigate these feelings.
Initiation: After meeting they realised that they not only shared a mutual research interest
but also were willing to listen to the other, sharing ideas regarding research outcomes.
Sharing ideas led to a virtuous circle leading to enthusiasm and determination to ‘keep
going’ with their studies despite adversity.
Cultivation: The study-buddy relationship grew in depth and breadth in the context of their
doctoral studies via the joint creation of conference posters, journal article manuscripts and
academic conference presentations. Not all was ‘plain sailing’. For example, the reality of
managing competing commitments and initial manuscript rejection both tested and
strengthened the relationship through shared adversity. They also realised that they
achieved more together than separately, not the least reason being that they maintained
their commitment to delivering on their separate outcomes.
Separation: As with 1st and 2nd degree, the two buddies had to produce independent work,
in their case, original theses. During the writing phase physical meetings were less frequent
but email contact was maintained. During this ‘virtual’ communication phase they
continued to maintain their mutual honesty regarding reciprocal commitments and the
provision of mutual support
Redefinition: Immediately prior to thesis submission they realised that their relationship
needed to change as they anticipated life beyond their doctoral studies. They committed to
maintaining contact and considered themselves to have developed a genuine friendship.
Reprise: With doctorates awarded and as early career researchers in different fields with
differing career trajectories they perhaps again felt a degree of isolation; they reprised their
mutually supportive informal relationship (Gregoric & Wilson, 2015). The authors observe
two important elements which ensured the durability of that relationship, that is possessed
sufficient flexibility to respond to their changing circumstances and that they possessed
similar interests.
Gregoric & Wilson (2015) confirm Petre and Rugg’s (2004/2010) clear statement “you don’t
complete a PhD in gloomy isolation”.

Study-buddy relationships and the COVID pandemic
A number of investigations have examined some consequences of the pandemic for medical
students, whose studies were both curtailed by the dislocation of their existing academic
programme and their being drafted in to help on the ‘frontline’ of the epidemic, for
example, a cohort of Italian Urology medical residents reported a >40% and >80% reduction
in routine involvement in clinical and surgical activities, respectively (Amparore, et al.,
2020). The tele-mentoring of surgical procedures was one idea proposed, although not
implemented at the time of publication, to mitigate the observed impacts of the pandemic
on medical training.
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Expecting all study-buddy relationships to work would be unreasonable. A single hospitalbased initiative during the COVID pandemic introduced a programme of Near-Peer
Mentoring (NPM) for paediatric Non-Consultant Hospital Doctors (NCHD) [junior doctors]
(Eves, et al., 2021). This group was already recognised for being “emotionally exhausted
and overwhelmed by work and…experiencing burnout, which was significantly associated
with younger age and lower years of practice”. During COVID they additionally experienced
reduced training exposure and increased social isolation.
The NPM programme, a protocol previously successfully used in the medical field, was
formal, sponsored by the hospital, and assigned two more senior clinicians (mentors) to
each NCHD (mentees) meeting approximately monthly for 6 months as a small buddy group.
Mentors and mentees were provided with templates to guide their discussions in:
Paediatric Training, Research and Audit, Professional Skills.

Work-Life Balance.
Results were disappointing. Although all 99 NCHDs participated in the programme, just 19
participated in the questionnaire research. This low participation was interpreted as the
cohort rating poorly the possibility of gaining personal benefit from participation. The
authors also speculated that the “interdepartmental nature of pairings may have been
counter-productive to the process” - mentors and mentees were not in the same
department, thereby lacking shared interests, goals or co-location, this latter giving rise to
problems in communications. Lack of time was also suggested as a potential reason for low
participation in the questionnaire phase. Nevertheless, the authors strongly promote the
idea of Near-Peer Mentoring as a buddy system worth pursuing.
In what is undoubtedly an aptly entitled blog post, When you find your study-buddy, hold
onto them tight! Two doctoral students in Education discuss their experiences during the
pandemic and the way their extant virtual buddy relationship, already designed around
distance and time-zone differences, was able to evolve and thrive during 2020 (Hedges &
Martin, 2021). The authors’ observations both confirm the utility and update the
technological (eg social media) underpinnings described by Gregoric & Wilson (2012):
“We are not cheer leaders for each other, rather we are scouts riding side by-side
considering the research landscape, knowing which peak we want to climb but struggling to
find a path through the undergrowth” “…we share our ideas and our words of
encouragement, in a non-Instagram cringy motivational strapline approach, we just talk and
in equal measure, we listen. We also now tell each other when we have sent emails or work
to our supervision team, it works for us and gives each of us a motivational push, it might
not work for others but that is our way.”
Their narrative clearly shows the pivotal position their study-buddy relationship enjoyed in
their educational and also their professional development.

Concluding remarks
As professionals working with Higher Education students, offering potentially useful ideas
with which they can experiment to support their studies, a study-buddy approach is one
useful tool in our toolbox, guided by the ‘user manual’ provided by the literature reviewed
in this reflection. Study-buddy relationships were useful before COVID-related restrictions,
the isolating characteristics of those restrictions mean that the approach has had even
greater potential for all students. As the terra incognita of COVID’s effects wane, teaching
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will likely revert to some blended mix of face-to-face and online, dependent on institution,
course, individual module, student’s modality of study and personal circumstance. Being
able to build an informal relationship, whether in-person, online or both, with another
student for mutual educational benefit thus to enjoy water cooler moments with them
which (re-)create a social learning fabric will remain a valuable and valued element of
university life.
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Caught in the Middle. Kinga Jones
Kinga.Jones@blackburn.ac.uk
Disability advisers have a student-facing role which involves direct interaction with disabled
students and those who share support needs. We get to know many of them from the
course application stage before they even enrol. Other students become aware of our
service and DSA whilst they are on their courses. Our engagement involves raising
awareness of reasonable adjustments and DSA support, advice on what evidence they might
need to provide, helping students keep motivated and organised throughout the DSA
process and helping liaise with the DSA team and external providers, as and when
necessary, so that the students can access their DSA support as promptly as possible.
Obviously, this is what we aspire to, however, in my experience, we encounter endless
challenges along the DSA process: DSA stakeholders have their own processing times which
we cannot influence; in addition, there are information sharing barriers with the DSA team
and irregular contact from the students or applicants, who sometimes seem to be
discouraged by the length of the processing time or by the complexity of the process. This
can lead to students experiencing a feeling of scepticism in the DSA process. In addition,
they might not think of themselves as being disabled or are put off by the term ‘disabled’;
there is also the costs involved in accessing evidence (be it medical or for specific learning
difficulties) and the number of different practitioners and providers DSA applicants have to
interact with, which can cause confusion. Throughout the process, DSA applicants can rely
on the disability adviser, whose role is to help them navigate the process, which has been
described by an applicant as ‘a nightmare to deal with’ (Cochrane, 2022, p. 13). The
disability advisers are the constant in this process and someone DSA applicants can see faceto-face as necessary.
It is no wonder then, as a disability adviser, that you wish for real improvement before each
academic year. I am in the unique, yet often frustrating position of being able to see the
whole of the DSA process with its challenges, through the eyes of the students and through
the practitioners’ lens. Therefore, I felt hope and some excitement reading that the Disabled
Students Commission, for its final year, had set out to work ‘closely with practitioners to
understand the needs of disabled students’ (2022, p. 18). Their aim is to ‘consult with
disability practitioners to explore both the knowledge gaps and areas of prioritisation for
those directly involved in the management or delivery services of disabled students’ (DSC,
2022, p. 18). What this means for us, as disability advisers, it is not yet clear to me, however,
I am ready to contribute however I can if this means an improved service for our students.
As a disability adviser, I strive to keep up to date with the latest guidance and developments
regarding the DSA process. I have encountered several challenges since the changes to DSA
were introduced in the past 6 years: the requirement for students to pay £200 towards their
equipment, the reduction in the non-medical helper offer and the introduction of the online
DSAs applications. In addition, with the rise in the cost of living, students are finding it
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increasingly more difficult to afford the medical evidence or the cost of the specific learning
difficulties assessments. As a consequence, we are faced with a considerable number of
students who have shared that they had a disability, a learning difficulty or long-term
medical condition, but cannot pay for the evidence, hence missing out on the DSAs support
packages they might be eligible for.
How have we ended up in this situation? My experience is that of feeling caught in the
middle, between the SLC changes to the DSAs process, on one hand, and recommendations
from DSA reviews on the other hand. The recommendations, often a result of consulting
students about their experience of DSA, highlight what changes should be made to improve
the process. One would hope that the recommendations would translate into changes to
the DSA which SLC would take on board and implement. However, from where I stand,
some of the changes SLC has made in the past few years, have not benefitted applicants and
our practice, therefore our ability to assist our students. Some of my experiences echo the
ones of the DSA applicants featured in Lord Holmes’ report (Cochrane, 2022) and other
reports I will be referring to, as I set out to explain what changes might benefit disabled
students.

SFE core finance applicants should be prompted to contact the disability advisers at their
chosen institution before applying for DSA
The SFE core finance application asks the prospective students whether they want to apply
for DSA, and it gives brief information about the process; however, this is impersonal and
does not explain at that stage how DSA support fits in with the reasonable adjustments
universities can offer and the benefits of applying. Instead of asking if they wanted to apply
for DSA, the DSA statement on the core application should prompt applicants to contact the
disability advisers at their chosen institution. The advisers could then offer face-to-face,
online or phone appointments and establish a relationship with the prospective students.
This is what we do with the applicants who share on their course application that they have
support needs. We strive to offer a more personal approach, a ‘human-centred approach’
(DSC, 2022, p, 22).
In my role of a disability adviser, I strive to share the administrative burden with the
students, so that they do not get discouraged by it when it comes to dealing with DSA.
‘Awareness of the administrative burden students experience is growing’ and the demands
on the students ‘create stress and anguish; taking valuable time away from study and social
life’ (GDI HUB & Snowdon Trust, 2021, p. 2). Disabled students feel frustrated by ‘having to
repeat their needs and disability details repeatedly to different people’ (DSC, 2022, p.21)
and by the ‘“constant roadblocks that you have to negotiate just to get to zero - just to
literally get to a baseline that other people already reach”’ (GDI HUB & Snowdon Trust,
2021, p.16). They see themselves as ‘being consistently disadvantaged by the hidden
barriers that administrative burden presents’ (DSC, 2022, p. 21).
The current option of applying for DSA online leads to some applications being made
without suitable evidence. Again, disability advisers would be able to explain, from our
experience, what sort of evidence might be suitable. This would avoid many DSA applicants
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being knocked back and their applications pending, until they present new evidence.
Besides being charged a fair amount for medical evidence and considerably more for a
specialist specific learning difficulties assessment, many of the DSA applicants, I have
advised, were put off by the length of the process, complexity and bureaucracy. The most
common reason why students do not apply for DSA is that ‘they do not want to go through
the application process’. In addition, many do not know how to apply or feel ‘that the
support they would receive was “not worth the hassle of applying”’ (Department of
Education, 2019, p.26). The students are not aware of the full picture and the limited
funding available to some HE providers for reasonable adjustments and support. Therefore,
we explain to the students that they should ‘claim DSA if it appears that an identified need
may not be met through provision of a reasonable adjustment and for which funding
through DSA is available’ (SFE, 2022, p. 9).
There is information available online about what DSA is and how to apply, however, when I
ask our students whether they had looked into it, most of the time the answer is negative.
Therefore, we make sure that our service webpage gives information about reasonable
adjustments and the DSA process and directs students to the SFE and UCAS websites for
more information. We also provide web links in the first email we send applicants flagged
up to our service. From my experience, when I first speak to students about DSA, I feel like I
am trying to convince them to apply because would be worth it in the long run if they are
eligible with their evidence. In addition, I feel that I need to be persuasive and motivational
for the students to engage with the process step by step. We periodically follow up students
from reports to prompt them to proceed to the next stage of the DSA process. Many find it
useful, as often SLC emails are left in students’ inbox without any action taken.
SLC recognises that there are points in the DSA process where applicants can get
overwhelmed with taking the lead and contacting different organisations. Research findings
reveal that ‘this can cause stress and anxiety to customers and, in some circumstances, lead
to them dropping out of the process altogether and not receiving the support they are
entitled to’ (SLC, 2022, p. 12). Students who do complete the ‘too long’ DSA process and
benefit from the support provided admit that the DSA support package helps them ‘to
achieve their educational goals’ (SLC, 2022, p. 3). In my role, as a disability adviser, I always
present the student with the facts about the length of the process and the complexity,
whilst highlighting the potential benefits. I offer support throughout the process and make it
clear to the students that they have to engage with the DSA team and that we are hardly
ever included in communications with SFE until right at the end of the process, when we
receive a copy of the students’ DSA2 entitlement letter. I always explain that delays tend to
occur when students do not engage with the process, do not check their emails, do not
respond to emails, do not book study needs assessment or do not engage with the support
providers. Therefore, in addition to prompts they receive from the DSA team, we give
students a flowchart with the DSA stages, provide information on Moodle about the
process, provide videos about DSA on Moodle and Facebook, help with completing forms
and liaise with the DSA team on the students’ behalf.
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Disability advisers should be involved from the start of the DSA process – SLC should
inform us that an application has been submitted
SLC introduced an online application for the DSA Slim form a few years ago and the
applicants can still give consent for SFE to share information with the disability services at
the relevant higher education provider. However, the disability services do not find out
about the students’ applications until the end of the DSA process, when the entitlement
letter is issued. As a DSA applicant, I would think that SFE would alert the university to the
fact that I had applied for DSA and given consent, however, this is not the case. Unless the
DSA applicants have already engaged with the service, the disability advisers would have no
knowledge of the application and would not be able to have a conversation about
reasonable adjustments or to support the DSA applicants through the DSA process.
SLC does acknowledge that some students may contact us before applying for DSA, whilst
others apply without speaking to us. In addition, SLC states that ‘the starting point for the
disability adviser, if contacted, is the effective provision of reasonable adjustments, both for
students who may claim DSA and for those who don’t’ (SLC, 2022, p. 9). There is obviously a
missed opportunity here, for SLC to inform disability advisers of an application having been
completed, if the student has consented to sharing of information. One would think that the
disability advisers would, at least, be contacted two or so weeks later when the eligibility
letter is issued. Again, this is a missed opportunity by SLC, who should notify us of a student
having made an application. These are students who have relevant evidence of a disability
(as defined by SFE) who might not be known to us and would benefit from exam access
arrangements or reasonable adjustments.
SFE recognises that disability advisers ‘have an up-to-date knowledge of the level and type
of support offered by the HEP as reasonable adjustments under the Equality Act, or more
generally as part of the HEP’s support for disabled students or students in general’ and have
access to the academic teams. Therefore, it is still inexplicable to me why SFE would not
alert us of DSA applications made by our prospective or current students, when consent has
been given. I am aware that disability advisers have asked in the past several times why SFE
would not send out DSA1 to us. The National Association of Disability Practitioners
represent us at meetings where these requests are raised, however SFE continue to deny us
access to this letter, therefore denying the students access to reasonable adjustments and
access to help with the DSA process.
For the students we are aware of, our support often reduces the administrative burden
faced by them. DSA administrative burden is something I am well aware of from my
professional experience as a disability adviser and from my personal experience as a former
student who benefitted from a DSA support package. I, therefore, totally agree with the
authors of the ‘Disabled Students Survey’ who call for ‘streamlined systems’ and ‘improved
communications between students, university departments and funding streams’ in order
‘to reduce the time-consuming and mentally draining burden of administrative tasks’ (GDI
Hub and Snowden Trust, 2021, p. 3). Furthermore, ‘administrative burden can act as a
barrier to study rather than the support intended by the scheme’ (Cochrane, 2022, p. 6).
Therefore, as a disability adviser, I proactively engage with our DSA applicants to offer help
understanding what the next steps are in the process and strive to offer a ‘human-centred

107

approach’ (DSC, 2022, p, 22). SFE could assist by alerting us to the applications made by our
students who have given consent, in order to make the process ‘more flexible’ and
‘empathetic’ (DSA, 2022, p. 22). The SFE online account is not always easy to navigate to
locate information about DSA and what students need to do next. Therefore, students often
show me their online account to get help with locating this information.

The eligibility letter should be issued to disability services:
Once the DSA applicants are informed of their eligibility, they can book a study needs
assessment. SFE recognises that disability advisers have an essential role to play during this
stage, by being ‘an important point of liaison during the study needs assessment process,
when the details of DSA support packages are being established’ (SLC, 2022, p.9). However,
as we do not receive notification from SFE of the students’ eligibility, we cannot proactively
engage with the students. This introduces another layer of administrative burden for the
DSA applicants, as the onus is on them to contact us and share the eligibility letter. This
should not be the case for students who had previously given consent to share information
on their DSA application. ‘All applications ask students to give their consent to the release of
information about their DSA application to third parties such as disability advisers and needs
assessment centres’ (SLC, 2022, p.39), therefore, there is no reason why SFE should not
inform us of the application and the DSA1 letter.
When I read the updates on the current tender process, my first thoughts were that SLC
sounded very positive about the impact of the proposed changes: faster processing time
(reducing the student journey by 25 days), putting the onus on the new ‘regional partners’
to drive the process (SFW, 2022, p. 9) and offering ‘a fully online, accessible application
process, with access to digital assistance at every stage’ (SFW, 2022, p. 12). SLC is planning
to improve the student experience by changing to a ‘new supplier model’ which ‘will ensure
customers have clarity about where they are in the process and mean that one supplier has
ownership of their journey’ (SFW, 2022, p. 14). The aim is to reduce the number of
companies the students have to engage with, which sounds positive, from a DSA applicant’s
point of view. I can also see the benefit of this as a disability adviser, who has often helped
students deal with the confusion and clarified what they needed to do next.
On the other hand, I understand why the National Association of Disability Practitioners is
concerned about the delays the implementation phase might cause for the students. This
might mean ‘at least 16 weeks of disruption’ in a process that is already cumbersome. With
the current process, tutors are trying to understand the delays and keep asking us for
updates, whilst they are supporting the students who have got high expectations from their
future DSA support package. Whilst SLC is going ahead with the tender, we are still
operating within a process that does not alert disability advisers to new DSA applications
being made and does not share the DSA1 with disability advisers, despite consent being
given by DSA applicants on the application form. Now, SLC are proposing changes with will
mean that new suppliers will receive the DSA1 letters, whilst disability advisers will be still
excluded.
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This is very disappointing, because disability advisers are the students’ link within the HE
providers and we are front-facing staff who see the process from within, supporting the
students step by step. We act in the students’ best interest, without a financial gain (as
opposed to the new proposed regional suppliers), have a role of advocacy and are invested
in the students’ academic success. We are a dedicated team and have comprehensive
record keeping, aiming to have an overview of what the students have done so far about
their DSA applications. We rely on students to update us whilst also liaising with SFE for
updates on the students’ applications. Having to contact the DSA team increases our
administrative burden and that of the DSA team’s. The advisers do give us information when
this is requested, for applications with consent, therefore it does not make sense why we
could not get a copy of the DSA1 letter.
For our students, academic staff and academic support staff, the disability advisers are the
ones who should have the full picture about the reasonable adjustments offered to the
students and about the DSA process for relevant students. We gather and record
information from the DSA team, students, suppliers of support, DSA assessment centres,
tutors and academic support staff, hence giving us an overview of the contacts and actions
made in order to support our students. As SLC admits that ‘with the number of parties
involved it is impossible to have a single view of the student and where they are in their DSA
journey’ (SLC, 2022, p. 13), it would be beneficial to strengthen their communication with
disability advisers at HE providers, so that the disability advisers could have a more
comprehensive view of the students’ DSA progress. One step they could take would be to
include us when they issue the DSA1 letter.
As a result, our work would be more efficient and effective, allowing us to explain to the
students what the next step entails and how to approach the assessment. Often, I come
across students who do not feel they are entitled to support and do not want to take up the
support someone else might need more than them. They tend to underplay the effects of
their disability, when in fact they would benefit from a more comprehensive support
package, therefore, having that conversation with them before the assessment would be
very beneficial for them, so that they can make informed choices.
Disability advisers should be involved before and straight after the needs assessment
stage
SLC states that the role of the needs assessor is to ‘explain to the student that support may
also be available from their HEP and to encourage the student to discuss their additional
needs with the disability adviser at the HEP’ (2022, p.10). Some assessment centres are
proactive and send us the draft report without relying on the student to contact us. These
centres would have had the students’ consent to share information and this action informs
us of the support we could offer the students, before the DSA support package is approved.
This would also reduce the students’ and our administrative burden.
In contrast, other centres only send us the report after the DSA2 letter and only if we
request it, meaning that sometimes we would not be aware of some disabled students and
their needs until after the receipt of the DSA2 letter. This might be a very long period of
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time (over 14 weeks), when we could have offered them reasonable adjustments, had the
DSA team informed us of an application and if they had sent us the DSA1.
Part of the current tender process is also the plan to offer eligible DSA applicants ‘the choice
to opt for a pre-determined package of support via self-assessment. The rationale for this is
that it would reduce stress for students’ (NADP, 2022, p. 2), but no decision has been made
yet about how this will be managed. Again, as disability advisers, we could explain the
difference between choosing self-assessment and assessor led assessment. I often refer
anonymously to other students in a similar situation and what their experience was before,
during and after the assessment, when they started accessing their support. I am in a unique
position where I can follow most of our DSA claimants through the entire process and our
experience should be valued as such.

Conclusion:
Disability advisers and disability practitioners from HE providers should have the
opportunity to voice their views and to influence changes in practice. Our knowledge and
experience should be valued; therefore, I am pleased that the Disabled Students
Commission aims to consult with us and work closely with us to improve the students’
experience. Let us hope then, that, in the near future, reports will have less and less
recommendations for improvement and more examples of student satisfaction with the
DSA process.
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Abstract
This article reports the findings of a small-scale study that explored the role of specialist
support professionals (previously known as ‘language tutors’) working with deaf students in
higher education. The purpose of the research was to explore how the support given
by these professionals has been affected by recent changes to the Disabled Students’
Allowance grant, provided by the Department for Education, along with restrictions brought
about by the COVID-19 pandemic. An online survey was used to gather data from specialist
support professionals (SSPs) across the UK, and the findings are discussed in terms of three
key themes: the benefits, challenges and expectations of the SSP role. To tackle the
challenges, which include isolation, vulnerability, uncertainty, and a lack of
sustainability, the authors conclude that a national review of the role is required,
to investigate the training, qualifications, recruitment, and working practices of SSPs. This
review would lay the foundations for the development of a professional association for SSPs
working with deaf students, thereby equipping SSPs with the means to raise awareness of
their role among higher education institutions and deaf students, and foster a productive
relationship with the Department for Education.

Introduction
Many deaf university students in the UK are supported outside the classroom by a
“Specialist Support Professional for Students with Sensory Impairment – Deaf Students” (or
SSP) as part of their non-medical help (NMH) support, which forms one element of their
Disabled Students’ Allowance package. Most students are allocated a finite number of hours
support per year, which they timetable to suit their academic needs and assessment
deadlines. Whilst there is no one prescribed format for these specialist support tutorials, it
is clear that the SSP role has undergone substantial changes in recent years. These changes
have largely been due to the modernisation of the Disabled Students’ Allowance (DSA)
(Newman, 2020), and to remote working in light of the COVID-19 lockdowns. At the same
time, many of the training, staffing and recruitment problems highlighted 16 years ago by
Barnes (2006) are still evident, including that SSPs have no national occupational standards,
no specialised professional association, and no specific training course or development
pathway. Since the DSA reforms began impacting SSPs and their students in 2016, some of
these problems have been compounded. Students are expected to cope with a frustrating
maze of paperwork in order to access their support, some of which has been called
“demeaning” (Newman, 2020: 168). These issues were discussed in some depth by
approximately 20 participants at the UK’s first two national workshops for SSPs, hosted by
the University of Central Lancashire in 2018 and 2020. This article reports the findings of a
study that gathered data from SSPs about their role and recent experiences of supporting
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deaf students. The purpose of this data collection is to inform professional and policy
decisions in this area. In 2019, the quality assurance processes of NMH support were
transferred from the independent Disabled Students’ Allowances Quality Assurance Group
(DSA-QAG) to the Department for Education (DfE), and in 2022, the House of Lords
published a report on the status of DSA provision (Holmes, 2022). Therefore, this study is an
opportunity to furnish the government with more specific evidence on how the recent
changes are affecting one role in particular, the SSP role, which directly impacts deaf
students who rely on academic support sessions in order to fully access their university
courses.

Literature review
The specialist support professional role
The role of an SSP typically involves having weekly or fortnightly one-to-one support
sessions with individual students, which are usually one or two hours in length and can be
described as ‘student-led’. They may involve “clarification of assignment briefs, advice on
essay structure, guidance on referencing, translation of written text into sign language,
clarification of vocabulary, amending the student's written English, and modifying course
materials and exam questions” (Barnes, Dodds, Haddon, Mowe and Pollitt, 2005: 73). SSPs
may work either monolingually or bilingually (using English and British Sign Language), in
accordance with the student’s linguistic needs and preferences (ibid.) Before the COVID-19
outbreak, sessions tended to be held in person in the university library or other on-campus
study area, although online and remote provision of tutoring for deaf students was
increasing (Gehret et al., 2017; Toofaninejad et al., 2017). Online provision became the
default on 23 March 2020, when COVID-19 restrictions came into force in the UK. At that
time, DSA Operations at Student Finance England emailed providers to advise that needs
assessments and NMH support, including SSP support, could be carried out remotely.
Research by Barnes (2006) found that an SSP’s role involves three main areas of work: 1)
English teaching (how academic writing should be crafted, how to structure an assignment,
how to use signposting and transitional words and phrases, and how to proofread and check
grammar); 2) scaffolding (sounding out ideas, giving practical examples, extending
vocabulary, and discussing quotes from the literature); and 3) translation (BSL to English and
vice versa, literal translation, ‘enhanced’ translation including judgement calls, offering
examples, helping to scan through articles and select parts to translate, putting text into
plain English, checking understanding, back translation, and negotiation). Barnes et al.
(2005), and Barnes and Doe (2007), are careful to point out that SSPs are not proof-readers,
but instead assist the student with explanations of how readability could be improved,
including discussing word choice and punctuation, so that the student learns how to correct
their own writing.
‘Scaffolding’ is a significant and quite extensive activity within the SSP role – and one which
is often not clearly understood by others. Scaffolding includes organising workloads,
breaking down tasks and explaining what is expected in university-level assignments. A
critical part of scaffolding is the substantial amount of backfilling of world knowledge to
make up for the lack of incidental learning (Convertino et al., 2014), due to many deaf
students’ poor access to information throughout their education. This inadequate access to
learning can lead students to present work which can be seen to be opinionated and biased
or, conversely, very superficial. SSPs, therefore, often find themselves helping students shift
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towards being able to present different sides of an issue or argument and seeing the value
of doing this, which involves teaching critical thinking skills. In addition, gaps in reading skills
can cause particular difficulties for deaf students and their SSPs, especially where the
student is trying to synthesise material that they do not fully understand:
“The sentences that tutors had trouble with, the ones that that they read over and over and
focused on, were instances of deaf students’ attempts to paraphrase written material from
textbooks, research materials, or the internet. It is difficult to paraphrase something one
does not understand” (Babcock, 2011: 103).
It has been noted in the literature that the SSP role requires a unique mix of characteristics
and abilities. Barnes et al. (2005) report that in a practitioner discussion about the
qualifications, skills and traits that SSPs should ideally have, it was agreed that they should
be bilingual in English and British Sign Language (if working with BSL users) and have
qualifications in both; have some knowledge of translation theory; have a good
understanding of deaf people and deaf culture; understand the university system; be
qualified to teach; have knowledge of the subject for which they are giving support; and
have high expectations of deaf students. Studies from the USA suggest that the SSP’s
communication skills are also of central importance. In a study by Lang et al. (2004: 198),
the most significant similarity among the perceptions of American deaf students who were
attending tutoring sessions was the high level of importance that they placed on their SSPs’
ability to ‘communicate easily and fluently’ with them. SSPs’ work is also sometimes
couched in terms of offering reassurance, encouragement and motivation. In a paper about
providing specialist support to four deaf first-time authors, Webster (2021: 208) reports that
one of them said it helped him to develop his skills and motivation, stating that, “It is a joy
reading exactly what you wanted to emphasise but struggled to. Reading feedback with all
your points well laid down motivates you to keep writing”.

Policy changes to the Disabled Students’ Allowance in 2016 and their
implications for SSPs and deaf students
In April 2014, plans were announced to modernise DSA (Newman, 2020) and to initiate
changes that would have far reaching effects for disabled students, NMHs and higher
education providers (HEPs). The main thrust of the reform was to reduce DSA spending and
to further implement the reasonable adjustments and anticipatory duties as set out in the
Equality Act of 2010, namely by requiring HEPs to provide support for students with milder
disabilities (Student Finance England, 2016) and enhancing the concept of inclusive teaching
and learning across the HE sector (Shillcock and Underwood, 2015, cited in Newman, 2020).
A major policy change was the implementation of the NMH Quality Assurance Framework,
which stipulated that only NMHs who were registered with DSA-QAG and subscribed to
their quality assurance framework could be employed to work with disabled students
(Student Finance England, 2016). Whilst quality assurance and minimum standards were to
be welcomed across the sector, this policy had further ramifications for SSPs, a lot of whom,
at the time, were working in a self-employed capacity as freelance sole traders. Needs
assessors were made responsible for choosing NMH suppliers and could select only those
who were registered individually with DSA-QAG, or booked through a DSA-QAG registered
agency of NMH providers. In addition, they had to provide two pricing quotes, with the
implication being that the cheapest quote would be chosen. This, in effect, took the onus of
supply and quality assurance of support away from the HEP, at the same time removing the
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personalised matching of students with SSP according to linguistic skill, background subjectknowledge and deaf learner experience. In practice, it also appeared very difficult for sole
traders to get chosen from the register of NMHs. Furthermore, these specialist support
workers, who (ideally) would be working for an accredited NMH provider, were required to
hold certain specified qualifications and/or belong to an accredited professional
organisation and undertake continuing professional development (Newman, 2020).
However, as previously mentioned, there is no straightforward training path for SSPs
working with deaf students, and they have no dedicated accredited qualification, nor
specialist professional organisation to support their profession. The minimum mandatory
qualifications as set out by DfE also heralded the new name of Specialist Support
Professional for Students with Sensory Impairment - Deaf Students. The qualifications that
SSPs must hold in order to work with deaf students are shown in Figure 1.

Figure 1: Mandatory qualifications for SSPs working with deaf students under DfE
These qualification requirements pose a number of problems for SSPs. Firstly, the ad-hoc
nature of the role means that it is mostly a part-time position, and many SSPs did not hold
teaching qualifications at the point of the changes. It can also be argued that a qualification
to be a schoolteacher does not qualify one to work as an SSP with deaf students in HE. In
fact, one can argue that the majority, if not all of these teaching qualifications are
inappropriate for the work an SSP undertakes with deaf university students. There is a small
and dwindling number of qualified advisory teachers for deaf students (or teachers of the
deaf) across the education sector (CRIDE, 2019), the vast majority of whom work in schools
and not in HE. Following the criteria set out in Figure 1, someone with a PGCE in Primary
Education and specialist qualification in English is qualified to register as an SSP – whilst
arguably having no experience of the pedagogy of deaf learners, deaf awareness, BSL,
translation between BSL and English, or even higher education itself.
These changes in effect have forced many SSPs to become ineligible for registration, despite
having many years’ experience of supporting deaf students, being highly qualified in BSL,
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having degrees and higher degrees in linguistics or deaf studies, and so forth. Whilst quality
assurance is to be applauded and welcomed, in a sector where there is no structured career
path for the role, the prescriptive nature of the mandatory qualifications has led to a much
smaller pool of available SSPs. This shortage of SSPs is compounded by the very complex,
arduous and sometimes irrelevant bureaucracy and paperwork surrounding regulation for
registration and audits (for details see DSA-QAG, 2018). For SSPs working through agencies,
this might not be a problem, as administrative staff may perform this role. However,
Newman (2020: 138) found that the way agencies generally deal with NMH support workers
since the policy changes took place had involved “increased bureaucracy, with the need to
complete and keep significantly more student-related documentation” and having to supply
more evidence about qualifications, training, and professional memberships. For SSPs who
are sole traders, however, the requirements brought about by the policy changes involve a
complex and lengthy paperwork exercise which takes a great deal of time and money. Audit
fees and obligations to provide proof of insurance and Disclosure and Barring Service (DBS)
checks also create additional costs in a profession which can make small returns dependent
upon students booking sessions and indeed showing up. SSPs are not recompensed if a
student cancels them anything up to 24 hours before the session and all further sessions for
the semester are cancelled without recompense after a student misses two sessions. Again,
this has led to more freelance SSPs leaving the profession and thus leaving more deaf
students without the specialist support they require and with insufficient numbers of SSPs
for agencies to book.

Method
In summer 2021, the authors undertook research to investigate the role of SSPs working
with deaf students in higher education, and how the support they provide has been affected
by the changes to DSA provision and COVID-19 restrictions. An online survey was
determined to be the most efficient data collection method, as the SSP workforce was
locationally dispersed across the UK. The survey was created using Qualtrics and consisted
of eight questions with a combination of fixed-choice answers and open-ended questions.
The survey questions explored the SSP’s employment status; how their deaf students learnt
about the SSP role; the skills they work on with deaf students; the format of sessions during
the pandemic; changes to the SSP role and challenges experienced; and their perception of
the benefits of this type of support for deaf students. Ethical approval for this research was
granted by the University of Central Lancashire’s Ethics Committee. The first page of the
survey contained the participant information and consent form, and all data collection was
anonymous.
The online survey remained open for 12 weeks, from August to November 2021, and a
snowballing approach was used to disseminate the survey link to existing SSP contacts and
email groups, educational support organisations and online forums. In total, 14 SSPs
responded to the survey. The quantitative data was analysed descriptively, and the
qualitative data was categorised, following the basic principles of thematic analysis (Braun
and Clarke, 2006), to enable the identification of key themes across the data.
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Results
This section explores the responses to each of the eight survey questions in turn, both
quantitatively (for the first four questions, in 4.1 to 4.4) and qualitatively (for the other four
questions, in 4.5 to 4.8). A discussion of the results follows in section 5.
1 Employment status
Of the 14 SSPs who responded to the survey, 10 were freelance workers. Three of those also
did agency work, and one also worked for a HE institution. Two SSPs indicated that they only
worked for agencies, and two selected ‘other’ but did not provide details.
2 How deaf students learn about the SSP role
As illustrated in Figure 2, the majority of SSPs believed that deaf students learnt about the
SSP role through discussion or information provided by the SSP, or through discussion with
the needs assessors. Two respondents indicated ‘other’ and commented: “I don’t know”
and “not aware of others to answer roles I can do and ask their goals”.

Figure 2: How deaf students learn about the SSP role

3 Skills that SSPs work on with their deaf students
As illustrated in Figure 3, the SSPs identified that they work on a wide range of skills and
tasks with deaf students. All 14 SSPs indicated that they work on English grammar skills and
explain assignment questions to the deaf students. The majority of SSPs (13) help deaf
students with understanding written English, planning and structuring assignments, and
developing research skills. In addition, 12 of them identified that they had discussed ideas
with their students and supported them to develop referencing skills and academic writing
skills. There were two comments about ‘other’ skills, which included “understanding
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deafness and accessibility (I am a teacher of the deaf and audiologist)" and “practising
presentation and pronunciation (students who use voice)”.

Figure 3: Skills that SSPs work on with deaf students
4 The format of support sessions during the pandemic
The SSPs were asked how they had worked with deaf students during the 2020/21 academic
year, which coincided with the COVID-19 pandemic. As illustrated in Figure 4, the majority
of SSPs had provided remote support and only three indicated that they gave face-to-face
support during this time. The most common platforms for remote support were Zoom,
Microsoft Teams, Skype and WhatsApp.

Figure 4: The format of SSP sessions during 2020/21

5 How SSPs explain their role to deaf students
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SSPs explained their role in a range of ways, such as letting the student ask questions and by
providing a letter, set of slides, work plan, learning plan, policies, and/or initial contact
sheet. Overall, there were two main themes in the explanations that they reported giving to
students about the SSP role, namely advising them that the sessions are student-led, and
clarifying the limitations and boundaries of the support. Regarding the latter, one SSP
pointed out first and foremost that the role is “not subject specific”. The common focus on
limitations is interesting as it suggests that SSPs feel compelled to define specialist support
by what it is not. Some SSPs covered both themes together:
“I explain it is their time to make use of and the main roles I can support [them] with, what I
am and am not able to do.”
“I tell them that I am there to support them in the way they feel they need support, that
they are adults and responsible for the choices they make but that the work is theirs, not
mine, and therefore I can only work with what they provide. I also advise that they need to
refer to their tutors for specialist subject knowledge.”
“I explain that my role is to ensure their academic skills are up to standard. I would be led by
the learner on dates and times of 1-1 support. I also explain that I am not their tutor but
support them with study skills.”
Other SSPs said that they ask the student what their goals and/or needs are, and
emphasised that the student is ‘in charge’ of the sessions:
“I tell them that the sessions are student-led, and normally focussed on aspects of reading
or writing English that they want support with, typically in relation to their assignments and
coursework.”
“I explain that my role is very flexible and tailored to meet their needs – that in effect they
are in charge of how we work together.”
“I explain that my role is to support the student with their English language and academic
skills, and that the support sessions are guided by their needs.”
Finally, some also mentioned advising students about the administrative aspects of the
sessions, which is perhaps unsurprising given the increased paperwork and auditing
requirements discussed earlier:
“I ensure that we follow the guidelines from DSA and the company I work for.”
“During the first session, I also clarify the paperwork that needs to be completed regularly
(e.g. timesheet and email confirmations of booked sessions).”

6 Changes to the processes for support allocation and the SSP registration

119

Regarding the changes to the allocation of support and SSP registration process in recent
years (section 2.2), four of the SSPs reported that they had not been affected by these
changes; one SSP noted that they were “new to the role” and another stated “I have been
lucky as I work for the company for 4 years, so no issues.” One respondent also explained
that although they had recently registered as a freelance SSP, they had not been affected by
the changes as they already had an existing working relationship with their clients:
“I have only recently switched from working for an agency to freelance SSP support so am
mainly working with previous students and universities I know from previously. Where they
want to continue working with me, the needs assessor has ensured that that should be
possible. I've not been put down as SSP for any students that I either didn't already know or
where the disability advisor didn't recommend me.”
However, several survey respondents identified that changes in recent years had resulted in
issues with the process of allocating support work, funding for deaf students, and the
registration and audit process for SSPs. For example, one freelance SSP described how they
had been affected by recent changes to the support allocation process:
“Originally, I was under the impression that registering as a sole trader would enable me to
work flexibly with more deaf students and avoid some of the issues experienced when
working with support agencies (e.g., poor communication with agency staff and lower pay).
However, assessors now select SSPs from a list and provide two quotes for SFE, and the
cheapest SSP is matched with the student. This matching process is about the hourly rate
and does not take into account the skills of the SSP or the specific support needs of the
student […] In addition, the current process of matching students with SSPs is unclear –
sometimes an assessor makes contact with me to enquire about availability, which provides
the opportunity to check that I am the appropriate SSP for the student, but often the
assessor has just put my name forward to SFE without checking my availability or skills (e.g.
BSL level).”
Similarly, another respondent felt that limited information was provided by the assessor
when matching SSPs with a deaf student:
“I am now given very little information in the initial request for my services so I have to ask a
lot of questions to make sure I am the appropriate person.”
Two of the survey respondents reported that the current support procedures had caused
funding issues for some deaf students, which resulted in a lack of support during their
studies:
“We've had to not work with students who wanted our help because the colleges and
universities couldn't sort out the funding. One student received no support all year...”
“At one time I worked directly with universities and had a mutually supportive relationship
as part of a wider support team. Since the changes first came in, I lost most of my work to
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agencies I don't approve of or work for. Lots of students were left with deficits in budget,
[and] much poorer or in some cases non-existent support...”
The responses show that some freelance SSPs found the registration and audit process to be
repetitive, time-consuming and inconsistent. For example, one person noted “the really
annoying business of constantly being asked for proof of qualifications, references and
DBS”. Furthermore, two respondents commented:
“I have spent an unreasonable amount of time on paperwork, particularly for the audit. The
rules and updates from DSA/DfE are often confusing and, like the audits, seem to be aimed
at agencies that have dedicated admin staff.”
“The audit process (under DSA-QAG) was not suited to sole traders and was very
inconsistent; when comparing my audit experience with colleagues, there were many
inconsistencies in the paperwork and processes that were requested, and passed, by the
auditors.”
As a result of the recent changes, it was evident that some SSPs felt their role was no longer
sustainable, as illustrated in the following comments:
“I have since moved to another agency reluctantly but only to finish one student’s support
until they graduate. I am not and have never registered directly with SFE since the first
changes came in. I have now completed level 7 PGCE and am awaiting results of a my QTLS
but I don’t see SSP as a way forward for myself anymore.”
“I feel that being a DSA-registered SSP is extremely difficult for sole traders, and probably
untenable for people who are new to the profession. The number of SSPs appears to be
dwindling due to the high barriers and obstacles that we now face, leaving students with no
support. Because of the ever-present risk of being left unpaid due to the short-notice
cancellation policy, I have had to prioritise other work.”

7 Challenges of the SSP role
The survey also asked the SSPs what was the most significant challenge that they had
experienced in recent years in their role. Their responses covered a range of issues which
can be categorised into two overlapping themes: lone working challenges (isolation, lack of
guidance, technology problems when providing sessions remotely); and professional
challenges (students’ lack of awareness or unrealistic expectations of the role, reductions in
pay and/or hours, qualifications or registrations not being recognised, and having to do
excessive amounts of paperwork for audits).
Four SSPs discussed challenges related to lone working. Remote work itself was the most
significant problem for two of the respondents, one of whom mentioned technology issues
as a major factor in this. A third said the most significant issue was ‘witnessing a verbally
abusive parent in the background of a [Microsoft] Teams call’. The fourth expressed that
being isolated from a larger support structure was the biggest problem:
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“[The most significant challenge is] lone working and detachment from the bigger picture,
[having] no direct contact with anyone in the university including the Disability and
Academic team. Working in isolation makes things very difficult when there are glaring gaps
in the students’ pastoral and academic support so I have become a lifeline and a catch-all,
particularly now most of the input is through recorded seminars etc. The student doesn't
have an interpreting team and this is being completely overlooked. They are expected to
liaise through email and make complex applications such as mitigating circumstances
through the medium of English. The whole 'deaf knowledge gaps' issue is much more
pronounced, yet the opportunities to flag this are significantly diminished.”
Seven SSPs remarked on challenges related to the professional role, including its status and
how others understand it. For three of them, the biggest difficulties respectively were the
reduction in their income, not being paid for travel, and only having one student. Another
said it was ‘students sending work in at the last minute, before an extended deadline
[creating the] need to keep asking about time frames etc’. The other four SSPs appeared to
see the largest issue as being problems with the DSA procedures. One said the most
significant challenge was ‘getting assessors to notice my DSA registration’, while two
remarked on DSA/SFE’s procedures for communicating with and auditing SSPs:
“The most significant challenge has been keeping up to date with all of the DSA paperwork
and missives and trying to make time for understanding the policies and rules for the audit. I
am often worried about missing something or making a mistake that is going to end up
causing me to fail an audit or be left unpaid.”
“I think the paperwork that is required for audit purposes is excessive (e.g. the booking
confirmation emails and additional evidence when electronic signatures are used on
timesheets). All this paperwork creates additional work for both the SSP and student, and
the process needs to be simplified. Communicating with SFE is often very challenging and
time consuming as we don't have a direct point of contact since DSA-QAG closed. [There has
been] very poor communication from SFE/DfE since the closure of DSA-QAG, which leaves
SSPs feeling unsupported and unsure about their registration status. Also, changes to the
qualifications for SSPs have made it difficult for some tutors to register and continue with
their role.”
The final comment included a mixture of the above challenges, encompassing isolation,
referral procedures and hour allocations, and students’ understanding of the SSP role:
“Students are not always aware of the role or how useful it will be to them in HE. I wonder
if sometimes they are so keen to seem independent and capable that some students
underplay their need for this role. That can mean that some students only get allocated a
small number of hours and that with time that will need to be increased. I've also had
students referred onto me partway through their first year as their original provider has not
been able to provide consistent support – I therefore wonder if there is an issue over
agencies either over-promising or SSPs not being available. I recognise that I have been
shielded from a lot of issues as I was working in-house for a larger organisation, which gave
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me more autonomy and control over the support and contacting university disability teams
and tutors directly.”

8 The benefits of specialist support for deaf students
The final question in the survey asked the SSPs to identify the most significant ways in which
the support they provide is beneficial for their students. The analysis reveals that their
answers covered three main areas: building language skills; building academic skills; and
building confidence, independence and emotional wellbeing.
Only five of the SSPs focussed on language skills in their answer, despite SSPs being
commonly referred to as ‘language tutors’. One mentioned ‘accessibility’, while two others
mentioned ‘communication, both BSL and oral’ and ‘improved writing skills and spelling and
more confident speech’. A fourth said that ‘the support enables deaf students to develop
their English language skills’. Finally, an SSP who is deaf themself commented that:
“They are working with a deaf adult who understands how the English language works and
therefore has a good insight into how deaf students and adults structure language in a
different way.”
Five of the answers discussed academic skills, such as ‘academic study skills’, ‘study,
research, and academic writing skills’, and ‘understanding how to write academically and
referencing’. Two of them indicated that the main benefit was that students learned the
value of working with assignment criteria (‘breaking down assignment demands and
coaching the students to meet the criteria’) and building a dialogue with their course tutors
(‘flagging up misunderstandings and pushing them to repeatedly refer back to the
academics’).
The most common response, however, was to frame the benefits in terms of psychological
outcomes such as confidence, self-esteem, independence, and emotional wellbeing. Eight
participants mentioned this, and six of the eight concentrated mostly or exclusively on this
aspect. Two of the SSPs referred to the value of emotional support in the context of the
COVID-19 pandemic:
“They [students] have had a real difficult time throughout the pandemic and I have found
the emotional support and mental health of my students has been a strong factor of the
support I have provided. It has been as important as the academic support!”
“Moral support is also important during the lockdown. I have met deaf students who were
struggling with this. Laughter is the best medicine!”
Two mentioned that they benefit their students by acting as a ‘sounding board for their
ideas and interpretations of what they read’ or ‘someone they can sound things out with
before we even start the academic work’. Another respondent said that SSP support enables
students to ‘achieve to the best of their ability’. Three stated that they help learners to
become more independent, and two of these also remarked on self-belief and confidence:
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“[The SSP support] teaches them to be more independent [and] gives them someone who
they feel understands them and their issues and they can come to for support or to be
signposted to other avenues of support. Most importantly, [it involves] helping them to gain
confidence and feel that their work is reflective of their understanding and abilities.”
“The greatest benefit that it offers to them is increased confidence in their ability to learn
and cope with the challenges involved in research and writing. […] [It] appears to strengthen
their self-belief and foster greater independence.”

Discussion
The findings of this small-scale research can be discussed in terms of three main aspects:
benefits (building students’ skills and confidence); challenges (e.g., related to lone working),
and expectations (e.g., that the role is student-led and often defined by boundaries and
limitations). These key themes are depicted in Figure 5. This section first explores the
benefits and expectations, and then delves into the challenges, which can be seen to raise
concerns regarding the sustainability of the SSP role. These concerns and areas for further
exploration are then extrapolated into recommendations in section 6.
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Figure 5: Some of the themes from the results relating to challenges, benefits, and
explanations of the SSP role
This study has found first and foremost that there are considerable benefits to the provision
of SSPs for deaf students studying at higher education level. This is important, given that
deaf students continue to lag behind their hearing peers in a variety of academic settings
and there are particularly high attrition rates from HE courses amongst this group (Stinson,
Eisenberg, Horn, Larson, Levitt and Stuckless, 1999; Karchmer and Mitchell, 2003). These
professionals have a key role in facilitating deaf students’ access to HE and supporting them
to develop English and academic skills, as well as the confidence, to become independent
learners. Many students are unprepared for the academic work and independent study that
is required at university and “early intervention and academic preparation…have an
undeniable direct bearing on the academic success of deaf students in higher education”
(Lang, 2002: 275). In a study of the transition to higher education of deaf students, O'Neill
and Jones (2007) also emphasise the importance of preparing deaf students for higher
education. Hence, many deaf students require the “supplemental tutoring” that Roybal
(2011: 5) found to be lacking in a study of deaf and hard of hearing students’ needs on
leaving high school in the US. Spradbrow and Power (2000) note that academic tutoring is a
necessity in the HE environment for deaf students, alongside other support services. Deaf
students do not access information through incidental overhearing in the way that many
hearing students learn (Coulson-Thaker, 2020), and Lang (2002) reports that it has been long
known that deaf students do not receive as much information in lectures as their hearing
peers, even when sign language interpreters are provided, and suggests that “tutoring is
one support service offered to accommodate this problem” (p. 270).
The results of this research study suggest that SSPs need to be flexible enough to tailor
provision to the individual deaf student’s needs, providing varying amounts of academic,
emotional and motivational support. This includes working with the deaf student on any
area of academic study that is required at the time of each booking and ensuring that the
support is appropriate, and expectations are met; this will maximise the student’s ability to
study at the academic level required in higher education (Saunders, 2012). Understanding
the educational background and language and communication needs of deaf students
makes this role particularly important to the deaf student’s ability to achieve their full
potential during the course of their studies. The expectations of SSPs, however, have been
found to be unclear and inconsistent from the perspective of this small sample. The
respondents reported varying experiences in this respect, some noting that students have
stated that the needs assessor had explained the role and some stating that the role had not
been made clear at all, and the SSP thence explained the role. In fact, there may be a
tension inherent in the findings that tutorials with SSPs are defined as student-led and at
the same time defined through boundaries and limitations that students are told about in a
somewhat haphazard and inconsistent way. In a review of DSA support in 2017, Wilson and
Martin conclude that in order for the support provided to students to be effective, “a
robust, joined-up system designed to fully support all aspects of the student journey is
required” (p. 18). There is, at present, no systematic process for ensuring that deaf students
are fully informed of how and when to use the support hours that have been allocated and
the SSP may have to take control of this initially. Where an SSP does not initiate contact
with the student, this may result in many weeks and even months of the first semester
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passing before the student makes contact, resulting in little time to become accustomed to
the individual needs of the student before first assignments are due.
The findings with regard to the challenges faced by SSPs pose serious questions about the
sustainability of the role. Analysis of these challenges indicate that the isolated working that
comes with this role is leaving some SSPs without the support and guidance that is required
during early career working and thereafter, particularly in light of the complex audits
introduced in 2016. Only four of the respondents were engaged through agencies or HE
institutions, where there may be natural support mechanisms of colleagues in place; the
others may be isolated in the profession unless they actively seek other SSPs for support.
Legally and professionally, many SSPs are on their own and must tolerate a large degree of
vulnerability and uncertainty. There are no formal mechanisms in place for SSPs to enjoy
any specific qualification, evaluation, recognition, or promotion. It is clear from the DfE data,
the two national workshops for SSPs, and the difficulties that the authors had in finding
respondents for this study that SSPs are already a very small group, and many have left the
role in recent years. Noble (2010) states that the specialist support role is one of the
essential methods for dealing with some of the problems faced by deaf students in higher
education, yet the concern of this study is that numbers may continue to decline unless
these challenges are addressed. The respondents’ answers to the survey indicate that they
approach their role with considerable care and professionalism, but SSPs remain
unsupervised and unsupported by those in control of the DSA funding pots (DfE), who have
so far failed to engage with them or take their views into account. This factor was noted in
the report by Lord Holmes (2022).

Conclusion and recommendations
This paper has identified several concerns around the SSP role that necessitate further
attention. These give rise to two main recommendations, namely, to undertake a national
review of the SSP role and establish a professional association for SSPs.
Firstly, a UK-wide review of the SSP role should be carried out to investigate the training,
qualifications, recruitment, working practices, and quality control of SSPs. It may also
examine the experiences and knowledge of assessors, which along with deaf students are a
group whose views were outside the bounds of this small study and should be explored in
detail in future research. The review would also give the DfE a much-needed opportunity to
“improve quality assurance for NMH”, "set standards and provide oversight”, and “consider
ways to better understand the existing pool of support workers and how to support
recruitment and retention”, as identified in the March 2022 report published by the House
of Lords (Holmes, 2022: 9). Such a review could form a natural impetus and springboard for
the development of a professional association for SSPs working with deaf students.
Secondly, through establishing a specialist professional body, SSPs could address some of
the challenges that the DSA policy changes have brought about by fostering a productive
relationship with the DfE, and they could also raise awareness of their role among HEPs and
needs assessors. For example, the professional association might help universities to
provide inductions for deaf students so that they know what the role entails, what to expect
in their tutorials, and how to get the most out of the support. The association could also be
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a mechanism for standardising audits and administrative processes, and play a central part
in establishing qualification frameworks and routes, course manuals, and training
programmes. Importantly, they would be able to identify and promote relevant CPD
opportunities, especially with regard to mental health and emotional issues. Finally, having a
formal network of SSPs would reduce the amount of isolation and vulnerability felt by those
within the profession, and improve the sustainability of the role.
The authors acknowledge that some SSPs may have recently joined the newly formed
Association of Non-Medical Help Providers (ANMHP), but this association covers the whole
spectrum of NMHs and is not specific to provision for deaf students, so there may not be
sufficient room or expertise in this association to adequately support the specific needs of
SSPs who work with deaf students. Also, its existence may not be known to many SSPs who
are working alone in the profession and do not have regular contact with other SSPs.
As long ago as 2006, Barnes noted that because the SSP role requires a unique mixture of
skills and there is no single dedicated training programme for it, assessors and managers
frequently have problems with staffing and recruiting SSPs. The findings of this study
suggest that there has been little if any progress in addressing these problems, and the
authors submit that it is time for the DfE to engage with SSPs both individually and as a
professional group to identify ways to make the role attractive, sustainable, and robust
enough to serve the needs of modern-day deaf learners.
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“My students say ‘you get me’”: Benefits of autistic mentors for
autistic students in Higher Education Rebecca Holmes
Abstract
Specialist mentoring is commonly recommended as part of the Disabled Students’
Allowance for autistic students to support them during their time in university. This study
aimed to explore benefits of having autistic mentors for these students. Three autistic
mentors were interviewed and analysis was carried out using Interpretative
Phenomenological Analysis (IPA) to explore the benefits they saw of being autistic in their
mentoring roles. Five themes emerged which discussed advantages of being autistic
mentors: ‘shared understanding and experiences’, ‘shared empathy’, ‘sharing autistic
identities with students’, ‘personal experiences of mentoring’ and ‘mentors as role models’.
Mentors’ narratives highlighted advantages in having empathy with their mentees and a
deep shared understanding through lived experience, drawing on this to support their
students. Overall, through having these shared experiences and understanding, mentors
could become role models for their students.

Introduction
Increasing numbers of autistic students are entering Higher Education (HE) (Higher
Education Statistics Agency (HESA), 2022) and these students face a range of barriers in
their attempts to achieve at university. There have been many studies investigating the
aspects of HE that autistic students experience difficulties in, highlighting areas such as
transition into university, navigating systems and environments, social aspects and
academic difficulties (e.g. Beardon, Martin and Woolsey, 2009; Spiers, 2016; Gurbuz, Hanley
and Riby, 2019). This results in autistic students being less likely to complete their studies as
well as achieving lower grades (Anderson, Carter and Stephenson, 2018; Cage, Des Andres
and Mahoney, 2020; Adams, 2020a).

Disabled Students’ Allowances (DSAs) were put in place “to remove disability-related
barriers to learning” (DSA-QAG, 2016, p.3) mainly through the allocation of funding to cover
the cost of additional resources needed to enable learners to access their courses (Adams,
2020a). Autistic students are frequently recommended Non-Medical Help (NMH) in the form
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of a specialist mentor; a professional with specialist understanding and experience of
working with autistic people to provide one-to-one individually tailored support, with the
aim of this being to empower and enable students to develop skills to engage and
participate in their studies (Adams, 2020a,b). General student satisfaction regarding DSAs is
mixed with only 55% of disabled students stating that support met all their needs, but over
a third of students said they would not have been able to complete their courses without
DSA funded support (Johnson et al., 2019). However, there has been very little research into
how NMH is provided and its effectiveness, but it is widely agreed that mentoring is
beneficial and improves autistic students’ experiences of university (Adams, 2020b; 2021).

Lucas and James’ evaluation of DSA-funded specialist mentoring found that the quality of
the mentor-mentee relationship was key to providing effective support through building a
‘tailored partnership’ where mentors act as ‘bridges’ to accessing university life (2018,
p.702). Students wanted support in academic, social and well-being domains and were
satisfied with the support they received in these areas. Mentors empowered mentees to
develop confidence in their studies as well as assisting mentees to develop coping and
problem-solving skills and helping them feel comfortable within the university. Mentors
need skills and experience to facilitate their mentees’ growth in these areas to help them to
be successful and achieve their goals in HE.

Taking an individualised approach was also seen in university-based specialist peermentoring schemes for autistic students where peer-mentors were more experienced or
postgraduate students studying in fields associated with education or psychology (Ames et
al., 2016; Roberts and Birmingham, 2017; Thompson et al., 2018; Hillier et al., 2019). Peermentoring was found to be helpful in assisting autistic students to meet their goals at
university (Ames et al., 2016). Roberts and Birmingham highlighted the importance of using
a mentee-centred approach defining this as “a holistic, person-centered, semi-structured
approach that focused on the mentee’s individual needs” (2017, p.1046). This focus on the
individual needs and goals of each mentee was met by mentors developing strong
supportive relationships with mentees by being a reliable and consistent point of contact to
help mentees navigate university life. Through building this relationship, mentees felt
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comfortable to articulate what they needed support with and led the direction of their
support, in doing so building mentee’s self-advocacy skills.

Another aspect of creating an effective mentoring relationship was by building rapport
between mentor and mentee, such as through mentors adjusting their communication
styles to suit mentees and through this supportive relationship mentors were able to help
mentees to identify and overcome barriers to their participation in university life (Thompson
et al., 2018). Furthermore, mentees feeling comfortable in communicating with their
mentor was important in feeling able to ask for help and support (Siew et al., 2017).

The longer-term impact of having accessed mentoring during the transition to university
was seen by Hillier et al. (2019) where students still felt the benefits one year on from
mentoring in having better university knowledge and feeling more confident as students.

There is a gap in the literature examining autistic mentors within the university setting,
although the study by Hillier et al. (2019) did report having a mentor who had Asperger
Syndrome but no further exploration was given to see if this impacted the peer-mentoring
outcome however they did suggest that having more disabled (their term) mentors was
worth further exploration.

Within the wider mentoring literature there are some projects that have been autistic led or
involved autistic mentors. Bertilsdotter Rosqvist (2019) explored the importance of autistic
peer-mentors in an employment context where having understanding between autistic
mentor and autistic mentee was a benefit especially after mentees having experiences of
being misunderstood or mislabelled by non-autistic people in support roles.

The Cygnet Mentoring Project, a pilot project led by neurodiverse people situated in the
fields of education and employment, explored short-term, goal-orientated mentoring and
found that mentoring can be empowering to mentees and, through being non-judgmental,
raise self-esteem (Martin et al., 2017). Some of the mentors who participated in the project
were autistic or neurodivergent which was mainly regarded positively by mentees to be able
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to see someone who is neurodivergent doing well as well as through role-modelling and
having empathy (Martin et al., 2017). Although this was not the case for all autistic-autistic
pairings, in one pairing the mentee reported that they did not form a good working
relationship with their autistic mentor because of differences in communication style and
understanding (Martin et al., 2017). Ridout and Edmonson (a mentor and mentee
respectively who took part in the project) both highlighted the importance of the project
having been designed and led by autistic and neurodivergent individuals which was a factor
for both in choosing to engage in the pilot project.

As having a good relationship between mentor and mentee is so significant in the
effectiveness of mentoring support, it is important to take into account the double empathy
problem (Milton, 2012) where two-way communication and understanding difficulties may
make building an effective mentoring relationship between a non-autistic mentor and
autistic mentee harder. This problem may be lessened through autistic-autistic
communication and has been seen in studies looking at autistic social interactions which
highlighted benefits of autistic-autistic social relationships through autistic people feeling
better understood, having a sense of belonging, empathy, feeling comfortable spending
time with other autistic friends and family and not needing to conform to non-autistic social
expectations (Crompton et al., 2020a). Further to this, when interactions were observed for
rapport, autistic-autistic pairs were rated highest above non-autistic pairings, with rapport
in mixed pairs of autistic and non-autistic people having the lowest levels of observer-rated
rapport (Crompton et al., 2020b). Autistic-autistic interactions were also found to be more
successful in communicating information and resulted in higher personal ratings of rapport
than in interactions between non-autistic and autistic people (Crompton et al., 2020c).
Crompton et al. (2020b,c) suggest that autistic people have a distinct interactional style and
that in interactions, having the same neurotype is a factor in the quality and enjoyment of
social interactions for autistic and non-autistic people. These interactional differences could
have an impact on the quality of the mentoring relationship between a non-autistic mentor
and an autistic mentee. Autistic adults may be well placed to provide effective support to
autistic students by building good quality, empathetic mentoring relationships.
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The focus of this article is to highlight benefits autistic people bring to specialist support
roles for autistic students in HE through exploring experiences of autistic adults who mentor
autistic university students and answer the research question: what advantages are there in
being an autistic mentor? This article focuses on one aspect of a research project carried out
for a Masters’ dissertation. My interest in exploring the experiences and perceptions of
autistic mentors stems from my own experiences of being mentored and going on to work
as a specialist mentor in HE.

Methodology and Methods
An ethics form was completed for this study and approval given by the project supervisor
before the start data collection. Participants were given information about the project and
gave consent to take part. They were given the option to withdraw up to set date after
which it would not be possible to remove data as results would have been written into the
dissertation. Pseudonyms have been used to keep participants anonymous and place names
and distinguishing features have been removed to make sure that they are not identifiable.

For this study I chose to use Interpretative Phenomenological Analysis (IPA), a qualitative
research approach bound by the theory of phenomenology, which focuses on exploring
peoples’ experiences to gain an understanding of a particular phenomenon through
participants making sense and reflecting on the significance of their lived experiences
(Smith, Flowers and Larkin, 2009). This involves a ‘double hermeneutic’ where the
participant makes sense of and explains and interprets their experiences and the researcher
then attempts to make sense and interpret participants explanations (Smith, Flowers and
Larkin, 2009; MacLeod, 2019). The researcher’s position and preconceptions do influence
their interpretation which may be seen as a limitation in IPA studies where the researcher is
not autistic and is attempting to interpret autistic experiences (MacLeod, 2019). However,
as an autistic researcher it is also important to recognise that, whilst there potentially may
be a closer understanding between researcher and participant, there is still the possibility of
misinterpreting participants’ experiences and having an autistic researcher might not reduce
unequal power balance between researcher and participants (Bertilsdotter Rosqvist et al.,
2019).
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IPA acknowledges participants as experts in their own experiences which is also important
in autism research as autistic people should be regarded as autism experts and is important
in making sure that research is inclusive where people with lived experience of what is being
studied are participants in the research process (Gillespie-Lynch et al., 2017; FletcherWatson et al., 2019; Fletcher-Watson et al., 2021).

The choice of IPA influenced my research design as it works well with participatory
approaches for including autistic people in research and carrying out research that is
relevant and meaningful to those involved (MacLeod, 2019). A semi-structured interview
process was chosen for data collection to enable in-depth discussions to take place and can
follow participants responses allowing for unexpected themes to emerge (Smith, 2004). This
allows for credibility checking with participants during the interview to clarify points and is
an important element of participatory design in IPA studies (MacLeod, 2019). Further
credibility checking was done through participants giving feedback on my interpretations
through being sent a copy of my results where they responded that they did agree with my
interpretations.

To make the interview process more accessible, copies of the interview questions were
given to participants before the interview allowing them to prepare if they wanted to.
Participants were given choices of how they would like to take part in interviews through
video call or synchronous text-based chat and were carried out through Skype (in person
options were not possible as data collection was carried out during lockdown).

IPA is idiographic, focusing on exploring in depth the experiences of small number of
participants rather than large samples to find generalisable theories (MacLeod, 2019). Three
participants were recruited through referral as contacts of another specialist mentor based
on the selection criteria of being diagnosed or self-identifying as autistic and works as a
mentor or study skills tutor supporting autistic university students. The criterion regarding
diagnosis was kept open to include those who self-identify as autistic because of difficulty
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accessing adult diagnostic services particularly for women (Westminster Commission on
Autism, 2021).

Participants here were interested in this topic area being researched and thought it was
important to highlight benefits and advantages they brought to mentoring. Bertilsdotter
Rosqvist et al. (2019) note that this is important that both researcher and participants want
to share and expand knowledge of the topic being studied.

Participant information is summarised in Table 1. All data was anonymised during
transcription and pseudonyms have been used. Before data collection began, ethical
approval was sought from the university where my Masters’ study was based.

Table 1. Participant information.
Participant Autism diagnosis

Mentoring roles

Luna

Self-identification

Molly

Adult diagnosis

James

Adult diagnosis

SpLD and autism study skills
tutor
Autism specialist mentor and
study skills tutor
Autism specialist mentor

Mode of
interview
Skype
text chat
Skype
video call
Skype
video call

Analysis followed the six steps recommended by Smith, Flowers and Larkin (2009) for using
IPA. This started with familiarisation with one case, making initial notes to explore meaning
in participants’ words followed by developing emergent themes from this and then finding
connections between these themes. Following deep analysis of one transcript, these steps
were repeated for each participant. The final step involved finding themes and patterns
across all transcripts to develop super-ordinate themes.

Results
Five sub-themes from larger data set chosen to answer the question that is the focus of this
article: what advantages are there in being an autistic mentor? The theme ‘shared
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understanding and experiences’, represents how the mentors’ own life experiences gives
them knowledge for supporting students, ‘shared empathy’ explores how having empathy
between autistic people is important in providing support, ‘sharing autistic identities with
students’ considers how mentors navigate sharing their own autism with students, ‘personal
experiences of mentoring’ describes how mentors own experiences of receiving mentoring
impacts on their work and the theme ‘mentors as role models’ looks at how autistic
students having access to autistic mentors can lead to them becoming role models.
Table 2. shows how many participants touched on each sub-theme. Themes were chosen
based on how many participants mentioned them - the majority of the sub-themes were
discussed by all participants
Table 2. representation of themes by participants
Sub-theme

Number of participants

Shared understanding and experiences

3

Shared empathy

3

Sharing autistic identities with students

3

Personal experiences of mentoring

2

Mentors as role models

2

Shared understanding and experiences
Participants described different ways in which having personal experience and
understanding of navigating university life as an autistic person was helpful in supporting
their students. Luna summed this up:
“What if being neurodiverse makes one a good mentor? Because it’s first hand
experience of what is tricky, and strategies that have worked. My students say
“you get me”. I’m never sure why I wouldn’t!”
Through having personal experience of difficulties students face, mentors here were able to
turn these experiences into opportunities to help current students overcome those barriers.
Molly echoed the novelty of this for students in talking about the shock some students
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expressed at being understood such as when they used examples from their personal
experience:
“I've experienced that with my students where like I will say like ‘from my own
experiences like do you ever think like blah blah blah’ and the like ‘oh my God
how did you know that?’”
Participants highlighted how having this shared understanding between mentor and mentee
was a benefit to students and that then led to easier communication as expressed by Luna:
“If communication is easy, we assume the person understands us and that is
comforting but also means a shared belonging. And the people that understand
us are more likely to be ‘like’ us, a shared experience. Knowing is faster
understanding.”
Luna emphasised the value and need for feeling a sense of belonging, especially the
importance of this for a group that is often seen as ‘other’, as well as how this common
understanding can reduce frustration and fear of being judged. For all the mentors, using
lived experience and having a shared understanding was important in being able to relate to
their students and through this, build effective mentoring relationships and this was
discussed as being important for their students too in terms of being fully understood by
someone else, which, unfortunately was a new experience for some.
Shared empathy
All participants discussed how they have experienced empathy with their students and how
it was advantageous in their work, describing this as an intuitive and intrinsic ability to
understand and empathise with their students and how the empathy they shared with their
students was different to that of non-autistic mentors. James explained his understanding of
this:
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“I know intuitively that autistic people get on… logically there's an empathy,
right. So when I'm mentoring the students, there's similarities with when I'm
talking to autistic people not in that environment, there's just similarities, just a
wavelength or something.”
As well as this deeper level of understanding between autistic mentor and mentee, this was
seen as potentially more authentic when compared with non-autistic mentors as Molly said:
“like the people [non-autistic mentors] may genuinely, genuinely, be genuinely
encouraging the students but it might be, it might be left with a ‘well what do
you know?’ like, you don't know what I'm going through whereas with an
autistic sort of mentor or a mentor who's just as random as they are, you can be
like 'yeah, yeah OK, yeah, no, I know, OK' but if you say that, like your word has a
bit of more of a weight”
The repetition of ‘genuine’ highlights the importance of authenticity and validity in being
able to empathise with students and to have a real understanding of what their students are
experiencing. Another area where having an authentic shared empathy was seen as
advantageous was in building trust with students as talked about by Luna:
Interviewer: do you find any advantages over non-autistic mentors in identifying
as autistic and working with autistic students?
“Several - trust is built quicker so the learner and I can make faster progress,
earlier on. Trust is deep, so I’m more likely to be able to locate barriers and
provide a safe space for learners to admit, identify and begin to address.”
Two participants, alongside their belief in the importance of having empathy and sharing
their experiences to help students, expressed a strong sense of self-awareness in knowing
when to apply their experiences to their work as well as knowing that their personal
strategies may not be helpful to all their students. Molly articulated the importance of
having a shared empathy with students but also that:
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“just because you both are autistic doesn't necessarily mean you're gonna click
either”
This sentiment was also expressed by Luna:
“However I have needed to learn that my experience is not necessarily that of
the other. Also not everyone understands their autism in the same way, so that
can lead to communication difficulties.”
These viewpoints suggest that there can be different autistic empathies and mentors may
have developed a more nuanced understanding of how different autistic people relate to,
and communicate with, each other. Overall, these accounts give evidence for how
important it is for students to feel genuinely understood by their mentors and to be able to
experience empathy with others.
Sharing autistic identities with students
All participants spoke about how and why they share that they are autistic with some or all
of their students and the positive effect this has. Molly described the reactions some
mentees had to this:

“They have been enthusiastic, they have taken that as an opportunity to like 'oh
so does that happen to you, does this happen to you or does this, do you
experience this?'”
The impact of how having a shared diagnosis brought mentors a unique ability to relate to
what students have experienced and how this shows mentees that they are not alone in
their experiences was also seen by James:
“I don't always tell the students straight away, just I sound it out for myself and
see when I feel comfortable to let them know and I usually just slip it in quietly
so yeah, ah you know that and cos it really helps being able to say I, I can relate
to that”
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For all the participants, their autistic identities meant they could personally relate to the
experiences of their students which was seen as beneficial and having a positive impact on
students. The mentors all had a self-awareness of when or who to share their diagnosis with
and if it would help the students.
Personal experiences of mentoring
Two participants, who had received autism diagnoses before or during their own studies,
gained first-hand experience of being mentored at university. For Molly, receiving
mentoring has been a positive experience:
Interviewer: So has your experience of being mentored impacted how you
mentor then?
“I know how important it is to have somebody when you're not, even when
you're well, but particularly when things aren't going well to have somebody like
fire fight for you and speak to the right people and do the things that you need
them to do and things like that. I've experienced that first hand so, I know, kind
of the benefits for that so I know what that might, what that means for the
students and I also again, I also think because I have a really good mentor, a lot
of times I have like my own mentoring sessions sort of as a frame of reference in
my head, and think like am I doing it as well as my mentor is doing it for me?”
The metaphor of a mentor as a fire fighter shows the importance of having someone
reliable for support in difficult situations. Molly built a deep relationship with their own
mentor who has become a role model for their own mentoring work and an example to
compare their own work against. Through having this personal understanding of the
importance of what good mentoring means from a student perspective, it has given Molly a
deeper connection to their work and a drive to succeed and carry out the role, as their
mentor has done for them.
For James, receiving mentoring had the opposite effect and after one session he decided
that he did not want to continue having a mentor. Even though this was a negative
experience it brought positive outcomes and reaffirmed his confidence in his own abilities:
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“it taught me how not to mentor people!”… “I realised actually I’m better off
being a mentor than receiving it!”
These narratives show two opposite ways in which the mentors’ own experience of being
mentored has impacted on how they conduct their work. Participants used their
experiences of having mentors as a foundation to build their own mentoring identities and
used these experiences to support the next generation of autistic students.
Mentors as role models
Two participants spoke of the importance to autistic students of having autistic mentors as a
way for them to see a more experienced autistic person who has achieved success. Molly
quoted the sentiment expressed by students:
“if Molly has made it maybe I can you know, I can make it too”
In her work, and work with other autistic mentors, Luna also talked of how autistic mentors
can positively impact on their students:
“I’ve seen first-hand how inspiring it is for learners to be able to access autistic
mentors, who transcend the job of mentor and become something far more
important - role models and living proof that there is a place for neurodiverse
people in the community.”
Luna’s description of autistic mentors transcending the role shows the importance and
responsibility autistic mentors have in being positive examples when there is a lack of
autistic role models.
Throughout these narratives mentors showed deep emotional connections to their roles
and a real passion and drive to help students – that they might not have to face the same
struggles their mentors did. Mentoring here was more than a job - in becoming role models
mentors could create hope and inspiration for autistic students that they can succeed at
university and in life.
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Discussion
The aim of this article was to explore benefits of having autistic mentors for autistic
students at university. Mentors here discussed many ways in which being autistic is an
advantage in their work.
Mentors here shared how important they saw having a deep shared understanding is with
their students so that the support they provide is genuine and non-judgemental. Hillier et al.
(2019) noted the potential importance for mentees of learning from someone who has
successfully overcome similar experiences as holding more legitimacy from a mentee
perspective which was also discussed by mentors in this study. Another aspect of this, from
narratives here, came in mentors sharing their own strategies and drawing on their personal
experiences of receiving mentoring. This was seen as a benefit in peer-mentoring
highlighted by Roberts and Birmingham (2017) that mentoring relationships were built
through mentors using their own knowledge and experiences of going to university as the
basis for providing guidance and advice.
All participants found that having shared empathy with students is an advantage and that
having autistic mentors goes some way to overcoming the double empathy problem
(Milton, 2012) where difficulties in understanding between a non-autistic mentor and an
autistic student may be a problem in building a supportive relationship. Non-autistic
mentors might not have any insight or understanding of autistic thinking and culture in
contrast with an autistic mentor who, through having become academically successful and
gained qualifications to become mentors, have important knowledge into non-autistic
society and university life that is beneficial in assisting the next generation of autistic
students to succeed in HE. Lucas and James (2018, p.704) described mentors acting as
‘bridges’ to university and helping students to find their own places within the university
environment. This was taken further by the autistic mentors here who not only acted as
bridges in this way, but also being bridges in understanding between autistic experience and
the non-autistic university setting through using their personal lived experiences and
strategies.
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The mentors discussed advantages that shared understanding and empathy led to building
trust and easier communication with students and students building a sense of belonging at
university. The importance of social relationships between autistic people was highlighted
by Crompton et al. (2020a) finding that autistic people felt that they were understood better
by other autistic people than by non-autistic people through not needing to expend energy
maintaining a mask, as well as feeling that communication was easier with autistic people
through having similar communication styles which can lead to finding a sense of belonging.
Through building these mentee-centred mentoring relationships, autistic mentors may
become role models for autistic students. MacLeod, Lewis and Robertson (2013) found that
autistic students may have very limited experience of contact with other autistic people but
could see benefits in the idea of learning from other autistic people to develop selfknowledge, particularly through autobiographical writing by autistic people. Participants
saw the potential for this which was summed up by Luna seeing the importance of autistic
mentors who “transcend the role” and become role models. Mentors demonstrate the
possibility of autistic people achieving ‘normal’ successes such as graduating from university
and having a job, as opposed to potentially unachievable shows of success by autistic
savants being held up as role models (MacLeod, 2016) or in stereotyped and stigmatising
views and perceptions from others to be like “Rain Man” (MacLeod, Lewis and Robertson,
2013). This highlights the importance of having someone, such as a mentor, who sees
potential and believes in you which can become motivation to succeed particularly for
autistic people for whom voices like this can be rare (MacLeod, 2016).
Conclusion
This study sought to explore benefits of having autistic mentors for autistic students in HE.
Through having a shared empathy, understanding and experiences with students, mentors
have been able to build effective supportive relationships with mentees. This allowed
mentees to address topics they may not have discussed with other people as well as finding
a sense of belonging, and through this, finding autistic role models. Having gathered
experiences of autistic mentors supporting university students through this study, this starts
to address the issue that “the potential value of autistic people as role models and mentors
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for others with a diagnosis has been largely overlooked” as stated by MacLeod, Lewis and
Robertson (p.47, 2013).
The generalisability of this study was limited by the small number of participants, but, as IPA
is interested in exploring experiences that are specific to individuals, this study with a small
number of participants can still have useful contributions to knowledge about mentoring
relationships between autistic people and the value of this.
This study only looked at the experiences of mentoring from the perspective of autistic
mentors who identified a number of advantages and benefits in working with autistic
students. To fully explore this topic, asking autistic mentees about what they think about
having autistic mentors and then comparing these perspectives, would give more weight to
these findings. Through this, it might be possible to further explore the importance of
having autistic role models and could contribute towards exploring whether environments
where autistic-autistic interactions can take place can improve education and life
experiences (Davis and Crompton, 2021).
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Abstract
High levels of disadvantage, disability, mental health distress, neurodiversity and acquired
impairments associated with getting older are well documented amongst the prison
population. An aspect of lifelong learning which happens beyond college and university
campuses and does not necessarily lead to accreditation is the focus here. This paper shines
a light on broadly educational prison-based programmes involving self-expression through
widely defined notions of drama. Pertinent literature underpins discussion of an
independent evaluation of activities of the UK charity Theatre in Prison and Probation (TiPP)
which delivers research-informed artistic projects within and beyond the criminal justice
system (CJS), emphasising personal development over performance or accredited learning.
Constraints and rewards of working in this field and the myriad benefits for participants are
considered with reference to the TiPP review and wider research. These found that
wellbeing, confidence, self-efficacy, employability, future orientation, agency, and reduction
in frustration and ‘behaviour which challenges the system’ were frequently identified as
benefits of participation. Appropriate support for those aspiring to college or university
post-release is another issue for inclusive educators which is considered. While ‘nothing
about us without us’ is an accepted research principle within critical disability studies,
researchers in prison identified extensive constraints around accessing prisoner voice which
are discussed here.
The TiPP evaluation involved thematic analysis of practitioner views and a review of the
website. Concerns (common to much of the charity sector) were raised about sustainable
funding and the pros and cons of diversification into more community-based practice were
considered. Consensus about the value of collaborating with universities, research-informed
practice and positive, creative approaches was apparent but TiPP’s website revealed
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elements of ethos and activity not readily expressed to the wider world and the review
recommended honing the message for potential stakeholders.
The original study was undertaken pre-pandemic and COVID-19 has shattered every aspect
of prison-based education. Inclusive practitioners committed to social justice have expertise
to contribute to the endeavour of rebuilding lifelong learning inside prison and supporting
progression to further and higher education post-release.
Background information from the TiPP ( website is included in italics throughout this paper.

Unfamiliar Terminology
The following quotations from TiPP’s website, illustrates a degree of commonality of
purpose with other inclusive learning practitioners who are usually working in less
constraining circumstances.
‘Our work is concerned with personal and social change in pursuit of a more just and
equitable society.’
‘ Participatory arts have the power to transform people's lives for the better.’
TiPP’s website includes possibly unfamiliar terminology which merits explanation, for
example: ‘the model draws upon a range of sources including desistance literature and selfdetermination theory’.
Rex (1999) defines desistance simply as ‘reduction in reoffending’ (p366). Collins (2019),
Deci and Ryan (2008), Johnson (2008), TiPP and others, emphasise the transformational
potential of the arts, including self-efficacy, self-worth, educational and societal benefits,
alongside desistance, which is tangibly measurable and therefore attractive to funders. TiPP
evidences positive behavioural change and increased confidence in participants but does
not make bold, direct cause and effect claims around desistance.
Self-determination theory is explained by Deci and Ryan (2008) as ‘an empirically based
theory of human motivation, development, and wellnesses’ (p182). They concur with
Henley et al (2013) that a sense of agency is crucial to self-determination and impacted by
social conditions.

Systematic Literature Review
The systematic literature review underpins Dr Dolan-Martin’s commissioned evaluation of
TiPP by shining a light on other (mainly) arts-based educational initiatives in prison. While
aspects of TiPP are unique, common challenges and constraints are revealed around context
and sustainable funding. The review extends beyond the UK as similar themes emerged
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from elsewhere, particularly the USA. Benefits of participation include strengthening family
bonds and self-expression and learning to make positive choices, including around skills
development and employability post-release. In 2022 the literature review was revisited
with the pandemic in mind and the search revealed catastrophic reductions in access to all
aspects of prison education.

Process
Academic databases and internet searches of post millennium studies via Google Scholar
were utilised, using terms like ‘inclusive arts and theatre based education in prison and
probation’ and ‘prison education and social justice’. ‘Arts’ produced papers on visual and
performance mediums. Twenty-five potentially relevant articles were screened by title and
abstract by both authors. The 2022 review included the additional terms ‘COVID’ and
‘pandemic’ and yielded slim but pertinent pickings. Both searches are amalgamated below
under thematic sub-headings.

Constraints around online learning
Severe restrictions around internet access in prison, largely because of security concerns,
make planning online and hybrid learning extremely complex (Harmes et al 2019, Hesselink
2018). The following quote from Chesnut and Wachendorfer’s (2021) USA-based study is
typical, and echoed for example by Montenegro (2021) in America and Bradley and Davies
(2021) in the UK. These reference prison education in general and comment on the
necessity to increase opportunities for online learning (which may not be ideal for artsbased initiatives).
In 2020, the COVID-19 pandemic had a significant impact on
postsecondary education overall… including …in prison. Throughout 2020, unique
constraints within prisons, such as movement restrictions and safety concerns,
caused major disruptions in education delivery. Additionally, technology limitations…
prevented programs from quickly shifting to distance learning and hybrid
modalities.(Chesnut and Wachendorfer, 2021, p1)

An oppressive environment
Schliehe’s (2016) study considering emotional, symbolic, embodied ways of coping in prison
was informed by Goffman’s (1961) contention that opportunities to develop agency are
severely curtailed in environments where choice making is severely restricted. Detrimental
social control, involving regulation of time and space by strict boundaries, rules and
disciplinary practice and constant surveillance, are similarly discussed in Foucault’s (1975)
seminal work Discipline and Punish. Foucault reflects on the panopticon (a concept familiar
in critical disability studies), as a form of prison surveillance first conceived by Bentham in
1813.
While some studies theorise social oppression with references to scholars like Foucault and
Goffman, others, still mindful of oppressive environmental constraints, focus more
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practically on the immediate and potential future benefit of a given project (for example,
Anderson 2015,Giles et al 2016). Pandemic-informed research emphasises further
curtailment of liberty, with the cessation of, amongst other things, prison educational
opportunities and family visits. (Chesnut and Wachendorfer, 2021; Montenegro, 2021;
O’Brien et al, 2021; Suhomlinova et al, 2021).The quote which follows shines a bright light
on lived reality.
When people say that lockdown must be like being in prison and how it’s affected
their life and mental health, I think about what it was like for me locked in for 19
hours a day when there were staff shortages. No phones, no Netflix, a few channels
on a small TV in your room that shows you a glimpse of the life you once lived.
Officers are staring at you through slits in your door. You see an eye, a nose, a flash
of light. You don’t have social media connecting you to each other, bringing you
humanity in funny videos or updating statuses to say, “I am here’’. O’Brien et al
(2021, p3)
Suhomlinova et al (2021) analysed participants’ letters and poetry which offer sobering
insights into worsening conditions. This example is typical: ‘my wing, my wing’s yard and
the short distance to my work classroom was everything. Now its just my cell & the corridor
outside my cell… Prison is small & confined anyway, now its minute (Hotaru, C3/August
2020)’.

Benefits
Increased compliance and reduced recidivism are usually emphasised by prison staff, while
prisoners tend to focus on opportunities for learning and personal development (Brewster,
2014; Cheliotis and Jordanoska, 2016; Devaliant et al, 2018; Henley et al, 2013). Staff and
prisoners contributed to Brewster’s (2014) study of three American prisons delivering
twelve-week arts programmes through ‘The Actors’ Gang’ project, funded by Arts-inCorrections (AIC) . Prisoners completed pre and post-intervention surveys covering time
management, social competence, achievement motivation, intellectual flexibility, emotional
control, active initiative, and self-confidence. Benefits identified included enhanced
confidence and ability to respond positively to difficult situations. Staff observed fewer
disciplinary incidents and greater engagement in academic and vocational education.
Brewster’s (2014) findings are not unique and, in keeping with other studies, funding
became a thorny issue. AIC folded in 2010, after thirty years, because of a state budget
crisis.
Evidence-based arguments about the deeper value of creative arts as a conduit to
emancipation, empowerment and personal transformation, are central to the work of
Clements (2004), Prendergast (2013), Wilkinson and Cauldfield (2017) and others. Clements
(2004, p169) asserts that ‘arts are one of the agents that can naturally encourage
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spontaneous and participatory learning, enabling a more liberating and self-directed
rehabilitative process’.
In a rare ethnographic study by a former prisoner, written years after release, Garcia (2019)
reflects on personal long-term benefits from participating in a prison arts-based education.
‘It encourages them to take the role of using their personal creative expression to reimagine
themselves and their positions in society’ (Garcia, 2019, p3). (Using ‘them’ rather than ‘I’ perhaps
reflects a sense of distancing from a former life.)
Devaliant et al (2018) reflect on the risk of emotional expression in prison. Educators need to
understand such complexities in order to work empathically with people in such extreme
circumstances.
…prison is a complex environment, which both prompts existential reflection, and
prevents the expression of emotional experiences. Within the mistrustful and
power-infused relationships which dominate in prison, expression of emotional
experiences which disrupt a hyper masculine ‘masked’ subjectivity can be seen as a
potentially risky activity for inmates. At the same time, however, central to both
good mental health, and the possibility of future desistance, can be seen to be an
engagement with just the forms of self-reflection that are being prevented by the
practices of many prison environments. (Devaliant et al, 2018, p4)
A common conceit amongst various studies is that developing emotional resources to cope
and begin to project forward will impact positively during and after prison. Assessing
observable behaviour is easier than ascertaining whether someone feels calmer or better
placed to make constructive choices, and funders tend to favour ‘hard evidence’ over the
potentially unreliable prisoner self-reporting about mood and affect. Longitudinal
investigations of recidivism and more subtle measures such as ongoing good mental health
are few and far between. TiPP’s ‘Changing Stories’ initiative is ‘designed to equip
participants with the language of the creative arts so that they can legitimately speak about
the life experiences that define who they are’. This makes manifest the idea of helping
prisoners to equip themselves with tools of self-expression. Poor levels of education prior to
incarceration, difficulties with literacy as well as numeracy and evidence of neurodiversity
are well documented, and the potential impact on self-expression is obvious (Jones and
Manger, 2019; Livingston et al, 2018; Morken et al, 2021).
In 2004 Gussak and Ploumis-Devick framed their discussion about benefits of arts-based
education in Florida’s prisons around wellness, developing self-confidence, selfdetermination, engagement and agency. Mental health and wellbeing benefits are discussed
by Nugent and Loucks (2011) who found that arts-based projects helped with mental health,
particularly in developing empowerment and conﬁdence. Maxwell (2017) produced an art
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exhibition with prisoners with a view to addressing stigma and raising self-esteem by
developing an identity other than ‘prisoner’. External validation from family and friends was
central and similarly viewed as beneficial by Tett et al (2016) who concluded that:
Their public successes in performances before audiences of significant others
opened up new personal and social identities (as artists or performers) that helped
them to begin to envision an alternative self that in turn motivated them towards
future desistance from crime.
(p171)
A House of Lords library briefing (Blakey, 2017, p14) acknowledged ‘art therapy’
(conceptualised rather broadly) provided opportunities to ‘learn new and different ways to
use the mostly nonverbal language of creativity to communicate inner feelings that were
not previously available to them by simply thinking or talking about them’. The briefing
emphasised addressing numeracy and literacy concerns but also acknowledged the
importance of building family relationships and employment prospects post-release.
At the time of writing TiPP was engaged in a project entitled ‘Taking Time’ in which
participants created visual or performance-based backdrops for various family-focussed
prison activities. Initial evaluations were highly positive. Continuing bonds beyond the
prison gates is a central idea in De Claire and Dixon’s (2017) study emphasising the
importance of family visits, which have, of course been curtailed due to COVID-19 (Hewson
et al, 2020).
Educators based in colleges, universities and community could usefully collaborate with
prison-based projects to promote access and inclusion during incarceration and postrelease. Considerations include whether there are potentially discriminatory practices
around admissions (Custer, 2018) and what sort of support an individual may require. The
following extract from a briefing aimed at the university sector is pertinent.

Applicants with serious criminal convictions who are applying to university will
have had to turn their lives around significantly to be at the stage where higher
education is a credible next step. Like all applicants, they will have worked hard
to gain the relevant qualifications and qualities needed to make a successful
application. People who have served a prison sentence may have also faced
multiple and severe disadvantage – 24% of prisoners were taken into care as a
child, 41% witnessed violence in their childhood home, 42% were permanently
excluded from school and 47% had no qualifications on entry to prison. 13 When
looking at people with more serious offences, broadly it will be the case that the
more serious the offence, the longer ago it was committed, and ultimately it is
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very difficult to achieve release from an indeterminate sentence. For these
applicants in particular, being in a position to make an application at all is a
significant achievement and indicative of a commitment to changing their life for
the better. Universities should therefore consider how they can best support
them to succeed.
(Stacey, 2018)

Research informed practice
Despite the high numbers of prisoners with impairments, mental health concerns, literacy
and numeracy challenges (Jones and Manger, 2019; Livingston et al, 2018; Morken et al,
2021) and conditions associated with older age (Brooke et al, 2020; Turner et al, 2018),
research considering their inclusion in prison education is extremely sparse.
Miles and Clarke (2006) reviewed research underpinning arts-based educational initiatives
in the CJS, finding limited funding, a thin evidence base for their efficacy, difficulty with
comparison, and imprecisely explained approaches. The funding situation has not improved
in the intervening years and the pandemic has made matters worse. TiPP’s approach to
research informed practice was unusual in 2006 and remains so now.
Farrell et al (2021) emphasise the importance of seeking broad stakeholder views about the
efficacy of prison-based learning. These could include prisoners, staff, families and
educators and practitioners from outside. Although evident within TiPPs practice, ‘Nothing
about us without us’ (Charlton, 2000) is difficult to achieve in prison-based research.
Unusually, multiple perspectives, including voices of participating prisoners are presented in
Collins’ (2019) writing about the work of the Playing for Time Theatre Company (discussed
earlier).
Prendergast (2013) highlights her emotional challenges as an arts educator working within
extensive prison regulations, and her empathy for the daily lived experience of prisoners
which resonates with Goffman’s ‘total institution’ (1961, p1). Session review forms
completed by the practitioners were used in Anderson’s (2015) investigation of approaches
to leading workshops in five Scottish prisons. They advocated for carefully planned
educational initiatives designed with specific objectives around personal development,
made the link between arts education practice and desistance, and emphasised the need to
work flexibly within the inflexibility of the prison regime.
Cheliotis and Jordanoska’s (2016) wide ranging review, focussing mainly on recidivism,
expressed disquiet about the relationship of research to practice, despite government
rhetoric about the importance of evidence-based initiatives:
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The growth in evaluation research has largely followed, rather than predated, the
expansion of programming as such. It appears, therefore, that neither the scale nor
the precise scope and mechanics of arts-based initiatives to facilitate desistance
from crime have been determined by findings from evaluation research, despite
political and criminal justice authorities’ proclaimed allegiance to evidence-based
policy-making and practice.
(p25)
The (American) Prison Arts Resource Project (PARP) produced an annotated open access
bibliography, aimed at researchers and policy makers, of evidence-based evaluations of
impact of 59 programmes, summarising research goals, methodology and findings (Gardner
et al, 2014). Nothing comparable exists in the UK. Uniformity of presentation between
studies makes Gardner et al’s work useful to enable comparison between programmes.

Funding
Sustainable funding for research and practice is a common concern in the UK and beyond
(Brewster, 2014; Giles et al, 2016; Nugent and Loucks, 2011) which COVID-19 has
exacerbated (O’Brien et al, 2021). This problem is not new. Clements (2004) commented on
New Labour’s reduction in funding for UK arts participation in prison, in favour of ‘an
instrumental agenda concerning basic, key and cognitive skills’ (p169).
Research exploring long-term costs of chronic mental health distress, estrangement from
family and post-release unemployment, versus wellness, enduring family ties and gainful
employment, may impress upon economists and policy makers the logic of investing in
rehabilitative activity focussed on developing agency and the ability to make positive
sustainable choices. Complexities around methodology and the politics of funding research
which spans different administrative terms may form part of the story around underinvestment in longitudinal work. Accessing funding for an evaluation of psychological
benefits of participation is unusual as outcomes are difficult to measure.
Giles et al (2016) suggest that qualitative and humanitarian impacts of arts-based initiatives
within the CJS receive limited evaluative attention. Those with expertise in participatory and
emancipatory research could well provide useful insights, particularly if working
collaboratively with researchers who understand the constraints of the context. Universities
may have a vital role to play in developing research partnerships with organisations such as
TiPP in order to progress the research-informed practice agenda by sharing expertise and
research funding.
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Summary
The selected papers coalesce around a shared understanding that people in prison are
highly marginalised disadvantaged learners and that arts-based initiatives are valuable, in
themselves and as part of broadly conceptualised CJS-based education. Evaluation of
benefits is complex, involving competing agendas around reduced recidivism, and
compliance versus personal development, self-expression and increased confidence.
Recording whether a participant ended up back in prison is easy. It is more difficult to assess
subtle changes in wellbeing and self-efficacy. Although politicians make the right noises,
funding for activity and evaluation is tight and COVID-19 has made this worse.
Authentic voices of prisoners as research participants are hard to reach, and researchers
with expertise in emancipatory and participatory approaches could support this agenda
provided they understood the contextual constraints. Disability and neurodiversity
professionals have a great deal of understanding of inclusive practice and much to learn
about the constraints of prison education. Collaborative work could enhance practice but, as
always, funding is an issue.
The TiPP evaluation which follows provides further insights into practice and useful
information about an approach which could be replicated in other contexts, in which
reflexive practitioners interrogate their own practice with a view to enacting positive
change. Findings provide a deeper understanding of working as an arts educator within the
CJS and as part of the charities sector.

Primary Research
Methodology
Participatory and emancipatory research (Danieli and Woodhams, 2005; French and Swain,
1997) would involve direct engagement with prisoners as research participants as well as
the delivery of outcomes of practical use to stakeholders. Although much of TiPPs research
elicits the views of prisoners, this review does not. Potentially however it lays some useful
foundations upon which to develop research-informed practice. As well as scrutinising the
website and conducting a group creative activity, Dolan-Martin recorded interviews with
TiPP’s Chair of Trustees, Board Member, Director, Administrator, two Project Directors, two
Freelance Artists, and two students on placement. Thematic Analysis (TA) informed
recommendations about the future direction of TiPP’s work and possible changes to the
website. According to Clarke and Braun (2014, p297), TA ‘provides accessible and systematic
procedures for generating codes and themes from qualitative data’. Codes form foundations
for themes, which can organise and communicate patterns of meaning, identifying
differences as well as commonalities. TA is not without its critics (for example, Kiger and
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Varpio, 2020, and Nowel et al, 2017). Roberts et al (2019) argue TA-based research seldom
explains process adequately. This study aims to provide sufficient detail, including
methodological references. Johnson (2020) asserts that ‘Qualitative data collection and
analyses are often modified through an iterative approach. Researcher reflexivity,
essentially a researcher’s insight into their own biases and rationale for decision-making … is
critical to rigor’ (p138). The authors of this study are reflexively aware that they shared the
ontological perspective of the respondents regarding prison arts education being a good
thing.
Research Questions covered the following points:
•
•
•
•
•
•
•
•
•
•

Key messages from TiPP?
What we (TiPP) say about ourselves and tell other people?
Interviewee’s role, what brought you to TiPP?
Reflection on something at TiPP you were proud of, glad to have been associated
with, and/or left a lasting impression
Understandings of TiPP’s role and vision
Ideas about future development including anything TiPP should stop doing
Thoughts about interrelatedness of the main strands of TiPPs work (participatory
practice, teaching and training, and academic research)
TiPP’s effectiveness
Message TiPP should emphasise in advocating for the work
Additional comments

Principal themes emerging from transcript analysis were identified under the following
categories:
•
•
•

•
•
•
•
•

Individual motivations for joining/working with TiPP
Organisational culture
TiPP’s professional practice in participatory engagement, training and developing
artists and students, and the relationship between these activities and academic
work
Opportunities for strategic development and future projects.
Perceptions of constraints
Whether the diversity of the work diluted the focus
Perceptions on ‘brand’ from within and beyond TiPP
Messages to communicate to the outside world

A facilitated group creative exercise and discussion enabled core team members to reflect
on the artistic programme. Contributors noted salient points on post-it notes which they
subsequently categorised under the following headings:
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•
•
•
•

TiPP’s artistic work
How work is made
Information dissemination
What makes the work high quality?

Dolan-Martin scrutinised web content and asked interviewees about what might be
missing. The analysis covered:
•
•

Public expression of TiPP’s vision
Principal messages about:
o
Participatory arts practice and training
o
Involvement in research
o
Target groups

Findings
TiPP’s website describes bespoke projects, negotiated and delivered by practising artists,
emphasising fun, play and laughter. Research contributors were in agreement around buy-in
to TiPP’s vision, culture, and practice. Motivation to engage in arts education within the CJS
was described in terms of the potentially life-changing benefits of offering participants
greater control through small reasonable goals, practical and social skills development,
heightened self-efficacy, self-agency and social and cultural capacity.

TiPP’s practice
TiPP’s website reflects the range of activities. Contributors concur with descriptors of TiPP’s
practice expressed in term of ‘stirring things up,’ ‘preventing stagnation within the industry’,
and working within ‘an otherwise sterile and inflexible regime’. Company culture was
characterised as open, positive and creative. Typically, interviewees described colleagues as
‘committed, mutually supportive and highly skilled’. TiPP’s longevity, retention, nurture and
development of staff were identified as strengths. Comments included ‘we only work with
the best artists’. Collaborating artists are named on the website but with little exposition of
who these people are and their status within the artistic community.
Pride in working with established and early-career practising artists in supportive and
nurturing ways was a recurring theme. ‘We offer practitioners support and opportunities
through in situ training; we guide.’ Artists felt enabled to reflect on their wider practice and
challenge their pre-conceptions. Respondents characterised as high quality TiPP’s delivery
and processes around recruitment, induction, support and development of accomplished
artists with a passion for social change. Openness, creativity and the core team’s expertise
and experience were identified as key to nurturing and enhancing specialised and
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responsive artistic engagement . One interviewee said, ‘It’s the kind of company who really
support you – loyalty is exceptional and that makes them really good to work with.’
Respondents described sensitive and knowledgeable engagement from highly skilled
committed artists as a vital ingredient in the alchemy that led to transformational
interactions. Many cited as a quality indicator the fact that participants elected to take part
in their own free time. The importance of quality is reflected on the website.
‘Involvement in well-designed participatory arts projects improve self-efficacy, impact
positively on levels of self-agency and improve social and cultural capital.’
‘ TiPP seeks to achieve these changes by providing people with a means to gain more control
over their lives through participation in high quality, participatory arts programmes.’
Social benefits were emphasised alongside developing practical competences, personal
confidence, agency and efficacy, leading to heightened social and cultural capital: ‘…positive
impact on family and social relationships, self-identity, literacy and oracy levels, and
employment prospects’. Projects set out to ‘develop practical and social skills and provide
participants with a challenge, offering people new perspectives and a changed focus’.
Most contributors strongly believed in the potential of TiPP to achieve lasting effects which
could ripple through communities, for example via ‘ Youth focussed projects emphasising
successful re-entry to mainstream education or training’. Potentially life changing social
outcomes were universally prioritised above the aesthetic of the art produced.

Research Informed Practice
Despite the ‘nothing about us without us’ conundrum in prison, peer-reviewed academic
research into practice, especially involving authentic voices of recipients, was perceived as
important and particular to TiPP. Examples from the website of research illustrating positive
effects and creative approaches include expressing outcomes as poetry, visual art, music
and film ( Project Gallery 1) .
Web content emphasised authentic voice and respect within the research process:
‘The principle that knowledge is co-created through the creative arts process, an
approach which minimises the risks of othering our research partners, exploiting
them or leaving them voiceless in the telling of their own stories’.
Contributors felt that a ‘one size fits all’ approach to research would be inappropriate. ‘Our
research takes different forms depending on who we are working with and what questions
we want to answer.’
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Productive association between TiPP and the University of Manchester’s Centre for
Applied Theatre, and Criminology and Sociology disciplines included valued
opportunities for postgraduate study and placements for final-year undergraduates.
One interviewee described this collaboration and the link between practice and
academic research as ‘a jewel in TiPP’s crown’. Others explained: ‘We apply an
academic skill set to our practice. This makes us unique’, and ‘Independent academic
assessment helps us to advocate and gives us authority.’ TiPP’s Company Director
illustrates robust efforts to ensure that practice is evidence based and avoids making
grand claims which cannot be substantiated. ‘I cannot tell you whether we are
reducing reoffending – I don’t know, and I won’t say it because I can’t prove it. I will
only argue for what I can prove.’

Opportunities and constraints
TiPP presents as fleet of foot, adaptable, entrepreneurial and able to react to opportunities
as they arise. The website emphasises TiPP’s mission and vision. In relation to the mission,
The Company Director commented ‘Conscious of the magnitude of this mission and the
challenges that exist in evidencing it we seek to achieve smaller, more realisable goals that
we can measure and observe in our day to day work.’
While the strategy was perceived to be manifest in ‘artistically led projects and willingness
to constantly seek new partners to facilitate their delivery’ the small size of the core team
and their hands-on involvement in delivery was felt to limit time available for serious
strategic planning. ‘Many projects being on the back burner’ and ‘difficulty separating
strategic development from artistic ambition and creative goals’ was troubling to some, but
there was general agreement about the importance of being ‘artistically alive’ in order to
survive, thrive and respond to opportunities.
TiPP experienced the removal of National Portfolio Organisation (NPO) status with Arts
Council England (ACE) which one interviewee partly attributed to not being particularly
good at self-promotion. Contributors described a resulting ‘siege mentality’ and ‘being in
‘survival mode’. Despite resulting financial constraints, the potential for greater flexibility
was also recognised. Suggestions for potential growth revealed some disagreement about
embracing additional projects beyond prison and probation versus consolidation within the
core CJS focus. Prison and probation services were described as ‘starved of resources’ and
therefore unable to prioritise arts-based educational initiatives, making diversification a
necessary but risky consideration. Consensus was clear around potentially deepening TiPP’s
collaborations with higher education, partly to access university-sector research funding.
The following comment, likely to resonate with Widening Participation (WP) practitioners in
the university sector, illustrates TiPP’s working practice within and beyond the CJS:
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‘We give access… to really high-quality arts participation arts experiences to people
who have probably never ever done anything like this before. We must find ways of
working with people who don’t engage… we have strategies around entry routes…
You have to start from where people are at, finding good spaces and where people
want to go.’

The message
The website describes TiPP’s range, including work with groups beyond the CJS such as
people at risk of offending, refugees, asylum-seekers and students. While demonstrating
adaptability, concerns were expressed about the website not communicating a clear vision
around a strategically driven single body of work, ie making TiPP look like ‘a Jack of all
Trades’ . Interviewees reflected that the name worked as a brand which carried a solid
history, but expressed concern that TiPP’s specific association with ‘theatre’, ‘prisons’ and
‘probation’ was possibly outmoded, certainly confusing and no longer reflective of the scope
and scale of the work. The following descriptors of this range are indicative:
‘We enable and facilitate access to and experience of the arts to people who have
contact with CJS or have the potential to do so – as many people do, for example
drug and alcohol users or sex workers, or people who were looked after children.’
‘TiPP do work in the CJS, either directly with prisoners to support and develop them,
or with people working within the CJS to inform their work or change their practice
or change their attitudes.’
‘We use our professional skills in supporting people from vulnerable backgrounds.’
Despite their own positivity, contributors expressed concern about how the work is
perceived externally. Examples of tabloid headlines and everyday encounters with people
lacking relevant experience reveal negativity . The following comment, which relates to
prison education more generally, was attributed in 2011 in the Daily Mail Online to our now
Home Secretary: ‘Ms Patel said: “This is yet another example of gold-plated rights for
convicted criminals at the expense of their victims and the law-abiding majority.”’ (Daily
Mail reporter, 2011.) The need to ‘shout louder’ and ‘promote TiPP ‘in the right way to the
right people’ was powerfully expressed. Selling points, reflected in the following quotations,
include longevity, expertise, valuing people, responsiveness, bespoke programmes and
transformational impact. Research evidence could be used more effectively to support
these arguments.
‘They’re honest, they’re open, they are responsive, the clients are at the heart of
everything they do – it’s founded in theory – it’s not just arty farty. There’s no fat on
anything’.
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‘They’re solid – I love working with them. You’re challenged, but you’re going to be
trained too. I don’t feel this passionate about any other company’.

What’s missing from the website?
Dolan-Martin made the following observations:
•

•

•

•
•
•

•

Exposition of social outcomes is well developed and well documented, but the website
consistently underplays the quality, scope and scale of the art that TiPP makes, despite
having a sophisticated and realistic understanding of its artistic quality and practice.
Constraints on promotion by traditional means, such as peer and press review,
necessitate the need to explore other avenues to increase exposure, for example within
public settings. TiPP could be more explicit about methods of engagement, the highly
sophisticated and seated knowledge within its pool of practitioners, and the diversity of
practice across many art forms.
Interviewees enthused about opportunities for artists and students to develop their
understanding of the CJS and consequently re-evaluate their own preconceptions and
their artistic practice. TiPP is well placed to deliver this and it could be a selling point.
Academic collaborations merit a higher profile and add gravitas which is further
enhanced when associated with the longevity of the organisation.
The valuable bespoke nature of TiPP’s projects could be more prominent on the
website.
The diversity of TiPP’s client base as well as its artist pool (eg including people at risk of
offending, or socially and/or economically disadvantaged) could be more visible.
Framing the narrative around protected characteristics identified in the Equality Act
2010 might be helpful.
Interrelatedness of various strands of work, the why underpinning choice of projects,
and the relationship of practice and vision could be expressed more coherently.

Conclusions
TiPP could reflect its work more effectively through its website, and any rebranding must
promote a coherent vision. Moving beyond the original CJS focus into a wider range of highquality research-informed arts practice with vulnerable groups is a possibility. Incorporating
views of people on the receiving end of TiPP’s practice would inevitably have created a
more rounded review. As contributors were self-selecting, the extent to which their
comments are representative is unknown. Deepening engagement with research that
encompasses authentic voices of participants is a priority, albeit difficult in prison. Focussing
on reducing recidivism and value for money is generally more appealing to funders than
explorations into whether arts-based education makes prisoners feel better. Articulating a
straightforward cause and effect relationship between participation and recidivism is
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simplistic. People have complex lives and multiple identities and researchers need to be
mindful of considering people in prison to be a homogeneous group. COVID-19 has had a
profound impact on organisations such as TiPP and prison education generally. The benefits
of such work are myriad and the consequences of its cessation deeply worrying. It is
necessary, in the first instance, to think about what can be salvaged and how quickly.
Inclusive education practitioners could add value by collaborating with organisations such as
TiPP around research and developing further opportunities for the most disadvantaged of
adult learners. Collaboration could open up opportunities and develop mutual
understanding of each other’s contexts. University and college staff need to know, for
example, about internet restrictions in prison and that a criminal record may be a barrier to
admission to further or higher education post-release.

Collaborative Research
Researchers working in higher education are pushing at an open door with TiPP, which
already has a working relationship with Manchester University. This may well be the case
with similar organisations and a mapping exercise would be useful. Education within the CJS
more broadly needs to be rebuilt and interdisciplinary conversations are an essential
starting point for building mutual contextual understanding of conundrums such as how to
enact the principle of ‘nothing about us without us’ and how to overcome barriers such as
restricted internet access and discriminatory university admissions processes.
Contact Details for TiPP
https://www.tipp.org.uk/signup
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‘Responsiveness as Responsibility’- a method for inclusivity: DonnaLee Ida, Krysia Waldock, Susie Bass
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Abstract
Michael Oliver’s (1990; 2013) social model of disability inspired a sociological study aimed at
improving service provision in higher education (HE) in the United Kingdom. Oliver (&
Barnes, 2012, p. 30), calls for a ‘re-engagement with the real’. Therefore, a collaborative
framework was applied here to explore neurodivergent student wellbeing in a HE setting.
Ahmed’s concepts of diversity work (2012; 2020), emancipatory Freirean ideals (1970
[2017]) and Spivakian deconstructive notions of power dynamics within marginalised
communities are built upon. The outcomes of solidarity and inclusivity experienced by study
participants demonstrate how sociological theory can inform developments in our attitudes
and practices towards disability and neurodivergence. We identified a relationship between
adaption and acceptance as important in the emergence of a conceptual means employing
‘responsiveness as responsibility’ for rebalancing paradigmatic power within institutional
settings such as higher education institutions (HEIs). These findings have direct implications
about inclusive research methodology informing the paradigmatic framing of service
provision - particularly for how marginalisation is more likely rebalanced by social model
paradigms that place the responsibility to adapt more with the institution than the
individual.
Keywords: critical autism studies, neurodiversity, inclusivity, higher education, power, social
model of disability, intersectionality, listening, multiplicity

Introduction:
An initial vision for this study developed from the first author’s experiences as a
Neurodiversity Mentor for university students, coupled with attending one of Oliver’s last
seminars for a Disability History Month in 2017. The context of this work sits within the
neurodiversity model as an extension of social model theory, challenging normative
measures and thinking about disability so that we might think in terms of difference and
diversity instead. These premises are in keeping with critical autism studies (CAS)
(Bertilsdotter, 2020; Woods et al, 2018; Woods & Waldock, 2020). The intention was to
identify how inclusive research design might act as a means of addressing these issues (Nind
&Vinha, 2012; Runswick-Cole, 2014; Singer, 2017; Ida, 2020). Current literature titles, such
as Seeing and Inviting Participation in Autistic Interactions (De Jeagher, 2021), What Kind of
Thing Is Autism (Chapman, 2020) and From Neuronormativity to Neurodiversity (Mueller,
2020) show strong leanings towards (de-)constructivist perspectives demonstrating the
acutely current nature of these epistemological issues.
The term paradigmatic is used in this study with reference to models influencing disability
theory, which have progressed from a medical paradigm into a social paradigm, from which
a neurodiversity model emerged, but further deconstructive interest stems from perceiving
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lingering medical model influences, and ultimately a mix, or multiplicity of models being
more the reality of our current paradigm (Oliver & Barnes, 2012; Singer, 2017; Ida, 2020).
Oliver & Barnes, (2012, p. 30), point out that decades on from the origins of the social
model movement that ideological exclusion remains because ‘survival depends on the
production of useful knowledge in the real world’. We have ideals that bring notions of
equality by social and cultural shifts in the politics of disablement to the fore, but normative
socio-cultural barriers continue (Milton & Moon, 2012; Oliver & Barnes, 2012; Adams,
2020). Prominent social model movements such as ‘Nothing For Us Without Us’ (Fittler,
2015; Kaufman et al, 2019;) and developments noted during Ida’s (2020) work as a
Neurodiversity Mentor and researcher, emphasise intersectionality issues inherent in
disability studies. For instance, Equality, Diversity and Inclusivity training opportunities
within HEIs highlight unconscious bias (Oberai, 2018), largely in racial contexts, but
postcolonialism is aligned to other civil rights issues, such as neurodiversity (Kapp, 2020;
Waldock & Keates, 2022). Indeed, Singer (2017) instigated the neurodiversity paradigm as a
movement akin to a civil rights movement, because neurominority issues are social, cultural
and political, rather than medical.
Recent CAS developments about paradigmatic influences upon our knowledge production
can be employed to better understand HE experiences regarding neurodiversity and
ableism, especially regarding power dynamics (Woods et al, 2018; Bertilsdotter Rosqvist et
al, 2020; Milton, 2020; Woods & Waldock, 2020). A particular concern about how disability
or divergence can be perceived as undesirable according to normative parameters is
paramount. This issue is considered well by Swain & Cameron (1999) who identify the
experience of ‘coming out’ as relevant to being revealed as disabled as much as it is to being
non-heteronormative. By the existence of a hetero or neuro normative against which a nonnormative label exists, Othering and ableism persist (Dirth, 2019). Within the neurodiversity
movement a recognition is evolving in HE settings of accepting differences as human
character traits, rather than framing them as deficits (Nyhan, 2018; Ida, 2020). Fritsch (2015)
advocates for Desiring Disability Differently and determines the notion of disability being
undesirable as a nonsense if perceived outside the norms of ableist, normative parameters.
Over the last decade publications such as, Loud Hands: Autistic People Speaking (TASAN,
2012), and Shy Radicals: The Antisystemic Politics of the Militant Introvert (Ahsan, 2019)
demonstrate not only a rise in the recognition of neurodiversity, but also a theme of having
to speak up, of needing to be heard amidst lingering medicalised and neurotypical
narratives. Marginalisation, by obstacles that hinder typical social expectations for wellbeing
remain amongst neurominority groups (Ahmed, 2012; Oliver & Barnes, 2013; O'Conner et
al, 2020). Indeed, Bertilsdotter Rosqvist et al (2020a) call us to challenge the ‘theoretical and
mythological assumptions that produce the idea of the neurotypical’.
The United Nations (2016) Convention on the Rights of Persons With Disabilities Act has
been advocating for a social model and human rights approach since 2006, and in 2010 the
Equality Act specified legal duties by HE providers in the UK to implement reasonable
adjustments for disabled students. A recent Department for Education (2019) evaluation of
Disabled Students Allowances (DSA) highlights a standard expectation of non-medical help
(NMH), such as specialist mentors and specific learning tutors, as support within universities
for disabled students. This evaluation demonstrates a need for ongoing student support but,
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more importantly, that quality support results in better academic and overall student
wellbeing experience. However, the accessibility and effectiveness of support provision is
variable at best and simply inaccessible in many cases (Holmes, 2022). The 2019 UCAS
roundtable identified a need to update applications processes with respect to how mental
health conditions and intellectual disabilities are categorised, because it has become
apparent that neurodivergence does not necessarily mean identifying as disabled (UMHAN,
2019). This implies an appreciation and acceptance of neurodiversity within student
populations is paramount, if marginalisation by disablement and normative measures is to
be minimised (Runswick-Cole, 2014; Singer, 2017; Nyhan, 2018; Ida, 2020).
There is an increase of neurodivergent students within HE, but with a greater impact of
difficulties experienced by this minority group, research about the impact of identity and
NMH shed some light on how we might better appreciate and accept neurodiversity
(Adams, 2021, HESA, 2021). Two main categories of identity were found by Griffin & Pollak
(2009); a relatively positive identity category of ‘difference’, encompassing both strengths
and weaknesses within neurodivergent identity, and a relatively negative category of
‘deficit’, whereby the focus of their identity is medicalised and perceived as a disadvantage.
‘Deficit’ was notably more associated with obtaining DSA funding for NMH, because a
medical diagnosis is required to qualify. This association informs the paradigmatic framing
interest that evolved from the first author’s mentoring work experience and reflects current
recognitions of constructivism and normative holding patterns within issues of difference
(Woods et al, 2018; Milton, 2020; Williams et al., 2021).
Such holding patterns within the institutional setting of HE is strongly outlined by Ahmed’s
(2012) On Being Included, and the importance of avoiding notions of inclusion as mere
tokenism is discussed by Fittler (2015) and furthermore by Allen et al (2018) regarding the
role of participatory research methods for this end. Ethnographic, emancipatory approaches
to social science and social policy from Kaufman et al (2019) and specifically those including
neurodivergent people situated within CAS (e.g., Chown et al., 2017; Bertilsdottir Rosqvist et
al., 2019; Woods & Waltz, 2019) advocate for relational, person-centredness so that we
become reflectively in, or with, the lifeworld of participants to create meaningful, effective,
relational service design, through understanding, rather than disjointed, topdown/hierarchical experiences.
Endeavours like the Participatory Autism Research Collective (PARC, 2022), Researchers and
Students on Neurodiversity (ReASoN, 2022) and Critical Autism and Disability Studies (CADS,
2022) indicate a rise in inclusive, collaborative research approaches in the field of
neurodiversity (Martin, 2020). Nind & Vinha’s (2012, p.102) study of inclusive research
practices identify ‘the challenge of constructing knowledge together’ and advocates for a
Freirean approach that emphasises listening, reflecting and learning as transformative
methods. We applied these recommendations to engage with the complexity of real
inclusivity for the purpose of ‘knowledge in solidarity with action’ (Freire, 1970, p. 12). To
summarise, the need to acknowledge and move away from normative knowledge
production about neurodiversity issues has been emphasised by existing social and
theoretical contexts of ableism. Furthermore, collaborative participatory research principles
are identified as having significant potential.

172

The research questions which guided this study were:
• how can effective inclusivity/diversity be modelled in this research?
• what themes emerge as relevant to participants regarding their wellbeing?
• what paradigmatic implications does this have for service provision?

Methodology as an ethical standpoint; With rather than For
A key aspect of this research methodology takes account of the potentially detrimental role
academics, as researchers or educators, play in subaltern construction (as examined by
Spivak, 1988). This is appropriate for the context of researching neurominority experience
and acknowledging issues of normative and representational knowledge production. Part of
Spivak’s (1988) depth of insight about subaltern studies is in separating concepts of
representation and truth telling by recognising the inherent imperialism in being a voice for
Other. This is of particular importance when we consider the implications of
intersectionality (Crenshaw, 1989), power dynamics (Manalilli, 2021) and epistemic injustice
and violence (Fricker, 2007). Heterogeneity and multiplicity, instead of being prioritised, are
lost in modes of representivism by generalising or homogenising a natural heterogeneity for
the purposes of generating theory, therefore silencing voices through subaltern complicity.
We need to be with rather than merely represent participants’ lifeworlds (Schutz, 1967;
Spivak, 1988). This is particularly pertinent with autistic people, where some autistic
experience and understanding is ‘rendered invisible’ by hermeneutic injustice (Carel &
Chapman 2021), and autistic adults can be considered critical autism experts (GillespieLynch et al., 2019). Avoidance of subaltern complicity determines a phenomenological
perspective for research to be ‘With rather than For’ this study’s participants, where
through solidarity, valuing subjectivity and social justice overlays typical means of evidence
and theory making, as a means of knowledge production (as exemplified by Freire, 1970).
A notion of ‘responsiveness as responsibility’ was retrospectively felt to have been followed
in the application of inclusive research methods. This refers to an openness, allowing for
alternative frames to emerge from within the generation of participatory research to ensure
an ethical standpoint.

Collaboration as Methodology:
We started deliberately from a position of ‘appreciative enquiry’ to ‘discover and build on
the best of what is’ (Aragon & Castillo-Burguete, 2015, p. 14); therefore, being open to both
positive and difficult experiences. Ida (2020) had perceived neurodivergent students and
service providers as often unwittingly maintaining forms of oppressive, normative thinking,
but with positive and empowering experiences existing concomitantly, so this approach
avoids imposing hypotheses that could undermine the intention of participant-led
emergence or exasperate power dynamics inherent in research with marginalised
individuals.
Purposive selection of neurodivergent participants provided a reasonably broad diversity of
age, gender and stage of study for a small sample of participants (see table 1). The project
originally comprised of three stages of collaboration (see table 2), beginning with an
information sheet explicitly stating an intention for the study to belong to participants.
Relevances were then explored emergently through consultation with participants about
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how and what this research became, and data was collaboratively analysed to minimise risks
of subaltern complicity. The study gained an ethical favourable opinion from their ethics
committee in April 2020. A final round of collaborative dissemination is underway here as
we co-author this for your readership now.

Table 1: An overview of participants per round
Round Ages Gender Programme of study
1
197
4 undergraduate
54
female, students of: Autism
1 male
Studies, Physics,
Sciences. 3
postgraduate students
(taught and research)
of: Autism Studies,
Physics, IDD. 1
unknown.
2
194
3 undergraduate
54
female, students of: Autism
1 male
Studies, Physics. 2
postgraduate students
(taught and research)
of: Autism Studies,
IDD.
3
193
2 undergraduate
54
female, students of: Autism
1 male
Studies, Physics. 2
postgraduate students
(taught and research)
of: Autism Studies

Neurodivergence Total
6 autistic (and/or 8
ADHD (3 with cooccurring
MHCs*); 2 MHCs

5 autistic, (2 with
co-occurring
MHCs)

5

4 autistic, (2 with
co-occurring
MHCs)

4

Legend - *MHC: mental health condition
Table 2: A description of the nature of each research round
Round Name
Aim
1
Collaborative
to determine how participants prefer to take part,
Design
and to provide an outline of possible ways to
participate is appropriate for the
phenomenological and relational approach
intended for a collaborative outcome because
inclusivity and empathy are modelled from the
outset by choice and preference enabling a
participant-led design (Bradbury, 2015). It can be
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2

Responsive
Data Collection

3

Collaborative
Analysis

noted that a relational quality existed within this
structured survey method for the initial
collaborative design because a dialogue existed
between researcher and participants to clarify
preferences before proceeding. Alternative
suggestions were encouraged from participants
about how they would imagine participating. In
this way an openness was demonstrated for
creative ways of engagement
sharing experiences/participating according to
preference
The need to be flexible, or use responsiveness as
responsibility, was applied as the project
unfolded, because: ‘decisions constantly have to
be made about what methods to use – matching
the methods specifically to the knowledge that
participants want to generate at any one time’
(Burns et al, 2012, p. 1)
to ensure the analysis and resulting knowledge
production is collaborative, and to evaluate the
inclusive quality of the collaborative approach for
participants. The researcher-researched
relationship and collaborative values are
honoured in this round by immersing the analysis
in the reciprocal, dialogical and ontoepistemological aspects of ‘people’s selfunderstandings’ (Woodcock, 2016, p.2). Selfreflection and a forum for participating in the
construction of knowledge was promoted by
these methods.

Listening as analysis:
Listening was our key analytical framework, alongside inclusive and collaborative design and
analysis. Participant feedback maintained the interpretive aspect as being with individual
participants, instead of a researcher. Schauwer et al’s (2018, p. 610-11) ‘diffractive’
methodology of ‘emergent listening’ informed this framework, as a deconstructive approach
recognising the production of normativity as a risk in data analysis. Categories of meaningmaking, through which subjects identify and are differentiated, are addressed within the
Schauwer at al (2018) study by an emergent-becoming framework that encompasses
awareness of assumptions and accountability to generate ethical social research by
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emphasising the importance of responsibility of oneself within any encounter with
difference. This is aligned with the premise of ’responsiveness as responsibility’.
An ethics of engagement that aims to truly listen requires ‘an ethical recognition of the
other’ to track how the perception of ‘difference is made’ (Shauwer et al, 2018. p. 610-611).
Essentially the nature of this emergent listening is to go beyond reflexivity by using an open
approach (to obtain and analyse collective biographies). We adapted a thematic analysis
approach, the Listening Guide (LG) (Woodcock, 2016) as a relational, voice-centred, feminist
methodology for engaging with participant narratives in a way that enables emergent
listening. The LG is suited to researchers ‘seeking a meaningful method of analysis that will
honour the role of the researcher and respect the voices and experiences of the human
beings in their studies’ (Woodcock, 2016, p. 1, 8-9).

Reflexivity
Methodological reflexivity was applied throughout this research by the first author (as initial
researcher) engaging in ongoing reflective practices and by consistent consultation with
participants. The first author took account of their position as researcher and NMH in terms
of the potential for power dynamics. This means the potential for subaltern complicity was
carefully considered, by acknowledging that rather than simply ‘extract[ing] knowledge’
they are an entangled part of the knowledge production (Bryman, 2016, p. 388). The first
author’s work experience with neurodivergent students had potential to be a helpful
position from which the broad contextual aspects of this research design could be imagined,
whilst also incorporating a subjective element from which the first author is entangled
within the context of existing services for neurodivergent students. A likelihood of being
perceived by participants as holding experience and authority might help or hinder their
willingness to trust and engage openly with the research process. An overall positive opinion
of mentors/NMHs by participants within this study, as well as at large (UMO, 2021; Adams,
2021) is deemed retrospectively to have made the first author’s mentoring role a helpful
factor in the collaborative development of this study.

Findings:
Relational and responsive qualities of this study began in round 1. Email correspondence
clarified uncertainties about survey responses and participant meaning about topic ideas.
The importance of not making assumptions about participant meaning was emphasised and
encouragement was given to elaborate. Responsiveness as responsibility was further
applied by implementing participant requests for structure (i.e. timeframes for each stage of
the study) and by encouraging ongoing contact from participants regarding any
uncertainties going forward. Nind & Vinha (2012, p. 106) identify ‘asking for help,
facilitating, enabling, making things accessible’ as valued characteristics of inclusive
research.
Key observations of Round 2 were interpretive elements of the listening analyses. Attention
was given to ways that participants expressed similar or analogous issues.
Emerging themes can be noted by words, such as ‘adapt’, ‘acceptance’, ‘comfort’, and
‘knowing’ occurring frequently. Two participants used similar language to describe their
learning experiences, although one described a negative experience of being ‘hovered over’,

176

and another expressed a positive experience of ‘no-one breathing down my neck’. This
shows a clear sense of needing freedom, or agency, in the learning environment to allow for
an acceptance of differences, rather than an expectation for ‘appearing normal’ (also an
experience reported frequently). A sense of feeling accepted by not feeling required to
adapt (e.g by engaging in neurotypical small talk with a tutor) is recounted by one
participant, and another describes a sense of achievement in managing to appear ‘normal’.
Prominent themes of agency, acceptance and adapting emerged early in the listening of
participant narratives. These types of expressions became even further pronounced in
subsequent word count and contrapuntal categories (listed below). Contrapuntal is a
musical term employed within the LG approach (Woodcock, 2016) referring to a capacity for
acknowledging discordance, as well as harmony within the polyphonics of multiple sounds,
or in the case of listening here, to the multiple and heterogenous voices.
Contrapuntal categories:
• agency/acceptance
• adapting/appearing normal
• knowing/familiar
• marginalised/isolated
Support as a form of knowing was expressed very clearly by participants in terms of a
comfort in knowing support exists if needed, and by support being a means of making
uncertainties more certain. There appears to be a correlation between experiences of
‘knowing’ and ‘acceptance’, or ‘freedom’ resulting in ‘comfort’, and conversely a lack of
‘knowing’, ‘acceptance’ or ‘freedom’ (by being hovered over for instance) that results in
experiences of feeling ‘uncomfortable’.
We therefore considered categories of adapt/adapting, feeling heard /understood/
considered, agency/acceptance, normal/manage as interchangeable terms reflecting an
overarching relationship between polarities of having to adapt or experiencing acceptance.
Similar themes for neurodivergent student wellbeing were perceived and discussed by all
contributors to the research. Participants identified themes from a collaborative analysis
document provided (comprising of randomly selected participant statements) prior to
revealing themes the first author had observed.
Themes suggested by participants were; not belonging/being understood or feeling
un/comfortable, being made to feel bad for being different/having to fit in, reliable support
as helpful, educators not understanding difference, inaccessible, a need for
individualised/person centred support, managing/tolerating, overwhelmed, self-acceptance
There was a clear sense of the themes identified by participants being in line with the
emergent and contrapuntal observations made by first author. However, it was important
for reducing subaltern complicity to further attend to tensions experienced by the first
author between focusing on individual voices and making generalisations. For instance, in
the first feedback meeting we discussed (italics indicate participants own emphasis):
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Ida: one of the things I’ve been really interested in is how do I maintain your
individual experiences whilst trying to seek themes that by definition … generalises
things a bit...[...]
P1: yeah, ...I think that that would be the whole point, how can you create themes
out of a collection of people that are so different in their experiences [...] maybe in
looking at what is different you might find themes that would, so in the opposite way
around, so looking at what is different between us, because I don’t think looking at
things that are the same, or themes is not very helpful in providing support for them
because then what you are doing is directing assumptions
When a notion of adaption and acceptance was presented as an overarching theme with
potential for highlighting individual experiences rather than creating generalisations, it was
agreed this way of generalising recognised differences of experience. Whether acceptance
was experienced to a greater or lesser degree could be seen as relating to the extent a
participant expressed having to adapt themselves, or being adapted for, and was felt to be
in line with participant suggestions of ‘belonging’, ‘having to fit in’, a need for personcentred support, and so on. One participant commented:
P1: ‘the majority voice is feeling unaccepted and feeling they need to adapt, there
are some who feel that less, so making the theme accept/adapt instead of ‘not
feeling accepted’ etc, you can include [experiences]of those who feel more accepted
and less like they need to adapt.’
Another participant raised interesting points about the adaptation of transitioning to
university life, which links back to recognising a greater potential impact on wellbeing for
neurodivergent students (Griffin & Pollak, 2009). He expressed that whilst he personally had
to adapt to the major life changes of coming to University, the University had helped by
adapting for him too (italics indicate participants own emphasis):
P2: ‘there was a massive change in my life and I had to adapt to that, the University
has helped me with that and they have adapted to suit my needs [...] they gave me
just the right amount of help, and made sure I was okay, yeah and... accepted me’
Overall, in round 3 participants reported the collaborative process as having been a positive
experience. They felt they had been listened to, adapted for as individuals, and that they
had learned a lot about themselves and the experiences of other participants. These
indicate a successful potential was achieved for ‘constructing knowledge together’ (Nind &
Vinha, 2012, p.102) It was agreed that inclusivity had been achieved by these experiences.
Existing criteria for inclusive research with autistic individuals requires addressing issues
that are defined by autistic researchers (so that improved lives in real terms might result
from the research), that the research is accessible, participants are treated with respect and
that the project is owned by members of the autistic community (Walmsey & Johnson,
2003; Chown et al, 2017). These criteria have been fully met by the participants of this study
feeling heard and adapted for.

178

Paradigmatic notes for service provision:
A range of models/paradigms are indicated as influencing the wellbeing experience of the
neurodivergent students in this study. The thought framing potential of the medical, social,
or neurodiversity models, reflect the work of Griffin and Pollak (2009) regarding how
neurodivergent individuals frame their identity. As discussed above, the medical model
tends to be associated with a deficit framing of neurodivergence (expressed by participants
as feeling ‘wrong’ or experiences of negative labelling), whereas the social and
neurodiversity models are associated with a more balanced perspective of recognising
strengths and weaknesses within an individual’s neurodivergence (as expressed by
participants reflections about not being the ‘problem’).
One participant’s paradigmatic experience differed somewhat by encountering exclusion
within the neurodivergent community, which may suggest lingering aspects of a medical
model within the neurodiversity paradigm. Nonetheless, the potential for both helping and
hindering wellbeing experiences framed by the medical model are recognised generally by
participants, or as one participant says
‘All models are definitely important as they are only that, models based on opinions
not facts. It’s when people are radical about their views that it becomes an issue’.

Summary of key findings:
The themes that repeatedly emerged throughout each of the rounds, reflective processes
and most importantly from participant feedback defined what could be presented with
most clarity. There is, however, a messiness, or discomfort that needs claiming within this
research, because the complexities and uncertainties involved in letting the project develop
emergently, according to collaborative design and analysis, reflects a complex,
heterogeneous reality. The reality of complexity and discomfort inherent in adapting being
more the responsive responsibility of the institution can further inform service provision in
terms of what is required to truly listen. Listening and collaboration are paramount to
inclusivity.
Reflexivity, as an essential element of listening, throughout this research centred on
concerns about balancing individual voices and seeking generalisations. Despite intentions
of maintaining heterogeneity by contrapuntal listening, the first author (as researcher)
experienced tensions about potential interpretivism, valuing individual voices and
homogenising the heterogeneous. A sense of discomfort is therefore found here in the
reflexive researcher’s positionality that was important for developing an engagement with
the real lifeworlds of participants, through inclusive collaboration and being ‘With’
participants. The responsiveness as responsibility attempted in this study is bound to
experiences of uncertainty and complexity. Indeed Nind & Vinha (2012, p. 108) express that
inclusive research is a ‘juggle balancing principles and pragmatics’. Furthermore, Stefanac &
Krot (2015) advocate for researchers becoming more aware of their own discomfort, and
that an openness about researcher discomfort can enhance the collaborative research
dynamic.
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In Round 1, although structure was found to be necessary, this did not mean a loss of choice
or flexibility (responsiveness). A balance is required for inclusivity by listening responsively,
to determine structure according to individual choice, as an acceptance of difference.
Structuring to be unstructured, shall we say, places the need to adapt with researcher,
institution, or service providers alike, rather than participants or students. The discomfort
associated with marginalised experiences is then balanced out, rather than the institution,
or researcher maintaining subaltern complicity that overrides the heterogeneity of service
users as a marginalised group (Spivak, 1988)
When feedback meetings in Round 3 were used to disclose discomfort about whether the
collaborative process might have been difficult for participants to engage with, it was
reassuring to find participants had not only enjoyed the collaborative process, but that
times of uncertainty, requiring the first author to adapt and troubleshoot methods for
improved collaborative participation, were appreciated as creating effective inclusivity. All
participants reported feeling heard and understood, more so because their differences were
honoured by the ‘messiness’ or complexity of letting the project emerge responsively
according to individual needs and preferences. In this sense being heard and understood
was deemed more important than consistent certainty. It was therefore essential that
collaborative thematic analysis resulted in a way to reflect and maintain the heterogeneity
of individual voices within the construction of themes.
By being of/with participant lifeworlds, and in consistently being responsive, the researcher
experienced having to adapt, and being without authority, which increased empathy and
solidarity values underpinning this study. We worked together to create solidarity by
maintaining individual voices whilst identifying relevant themes. Contrapuntal attention to
polyphonic tensions and harmonies enabled us to prioritise heterogeneity over
homogeneity, by encompassing diversity in the relational thematic categorising of
adaptation/acceptance. Whilst a range of subcategories (i.e, comfort/discomfort,
freedom/agency, knowing, belonging, managing, being normal) exist within this key theme,
the overarching theme highlights individual differences rather than losing them in
generalisations.
Whilst we acknowledge an apparent reductionism in grouping sub-themes under an
umbrella theme of adapting/acceptance, it specifically emerged through the variety of
listening analyses (open coding, word count, tally, contrapuntal and collaborative) and
highlights how issues of adaption and acceptance interact. In turn this reflects the
heterogeneity of diversity as a reality. Rather than homogenising, this umbrella theme
creates a formula for practice; whereby greater acceptance (by adaption on the part of the
researcher/service provider/educator etc) means less adaption for the individual.

Greater acceptance = less adaptation by the individual
OR
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Greater adaptation by the institution = Greater acceptance
Conclusions:
This research was conducted entirely collaboratively; more so than inclusive research
generally is, as Strnadova & Walmsey (2018) conclude that most studies claiming to be
inclusive do not actually include the voices of neurodivergent people. A subaltern complicity
of inclusive intentions having unwitting potential for exclusive outcomes is therefore
evident. Acknowledging discordance, discomfort, or tensions in listening to the polyphonics
of multiple voices for inclusive research practices, and inclusivity at large, to level out
marginalisation and create solidarity, requires a responsive listening that respects and
accepts diversity. By not attempting to represent, but instead listening responsively, by
collaborative exploration, ‘transformational knowledge creation’ (Bradbury, 2015, p. 4)
enabled effective inclusivity in this study. It is this transformational aspect of knowledge
creation (through listening, reflecting and learning together) that enables Freire’s (1970, p.
12) ideal of ‘knowledge in solidarity with action’, or the production of ‘useful knowledge in
the real world’ (Oliver & Barnes, 2012, p. 30).
The following findings of this research can be understood as the first two research questions
resulting in the same findings for the third question: acceptance (of differences) requires
adaptation to be the responsibility of the institution (researcher, service provider, educator,
etc) for effective inclusivity, by means of solidarity, and a positive wellbeing experience to
be achieved. This is because it serves to rebalance the marginalised/subaltern status of
neurodivergent people by acknowledging that responsibility should not be with the minority
group to enact equality.

1. The methods required for inclusivity/being heard:
We attempted to step out from ‘typical’ constructivism by using an innovative and atypical
methodology of listening responsively via collaboration at every stage (design, content
analysis and reflection). This requires being flexible (adapting) to achieve accessibility and
solidarity, by feeling heard (acceptance). Uncertainty has been shown to be inherent in
being responsive, structuring for being unstructured, and minimising subaltern complicity.
The modelling of inclusivity is further enhanced by reducing issues of authorship in the coauthoring of this paper with two of the study participants.

2. The themes that emerge as relevant to the wellbeing experiences of
participants:
An umbrella theme of adaption/acceptance emerged through a synthesis of analyses that
ultimately acknowledge heterogeneity. A relationship between adapting and acceptance for
neurodivergent student wellbeing was found to be paramount. Sub-themes (i.e agency,
comfort/discomfort, belonging, inaccessible, quiet, etc) that were consistent but varied
according to individual experiences and preferences, constitute this umbrella theme. This is
about the relationship of tensions, harmony and discord between experiences and
therefore does not homogenise, which in itself would be a form of making the individual
adapt, rather than accepting differences, or diversity as normative.
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3. The implications for praxis (in service provision, or inclusivity at large):
The need to adapt and be responsive on the part of the researcher/institution requires
more emphasis on social/neurodiversity models, but medical paradigmatic framing
nonetheless exists within a range of positive and negative wellbeing experiences, even as
part of experiences associated with the neurodiversity paradigm, and particularly in a
positive sense for some. Therefore, a multiplicity paradigm that encourages reflective
thinking about inclusivity, by acknowledging the complexity of what is required to accept
differences, is indicated (Ida, 2020). Furthermore, a multiplicity paradigm encompasses
ethics, which this study determines as requiring less emphasis on support, and more
emphasis on acceptance. This equates to service provision motivated by solidarity as
effective inclusivity. Parameters for effective inclusive research practices are potentially
transferable to effective inclusivity at large. Existing movements for service provision
benefitting from collaborative design mirror this implication (Kaufman et al, 2019; Cottam,
2018; Allen et al, 2018).
To fully listen responsively a greater time commitment would be required for each stage of
collaboration and listening (especially to the rich fabric of participant feedback in its
entirety: as Bervoets (2022) states, "Nothing about us without us", is the epistemological
ground truth”. To attend to the mirroring notion of inclusive research methods having direct
implications for service provisions at large (we argue this is true beyond the HE setting), how
to incorporate responsiveness as responsibility (i.e., going beyond reflexivity, embracing
complexity, structuring to be unstructured, complete collaboration) so that service users are
immersed in the design, practice and evaluation of service provision requires further
consideration for the scaling up of these models. However, ideas might include DSA
becoming easier to access, earlier in HE; learning resources and websites that are more
accessible for neurodiversity (e.g., colour and/or font options for viewing); multimodal/kinaesthetic resources; and choices for engaging with learning/support services
(i.e flexible communication options; online or in-person).
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Book Review: Dyslexia in Higher Education: anxiety and coping
skills, Amanda T. Abbott-Jones (2022)
Cambridge University Press ISBN 978 – 1 – 316 – 51700 – 0 Hardback / ISBN 978 – 1 – 009 –
01688 – 9 Paperback
Disability officers, mentors, mental health advisors and specialist tutors working with
students with specific learning differences are all very aware of the anxiety and lack of
confidence that accompanies them in their academic work, however successful they may be
in other areas of their life. They are all too aware of the increase in numbers of students
citing mental health concerns as part of their disabilities.
There has been minimal research into mental health in higher education. The specific area
of specific learning differences (SpLDs) in higher education and their association with
anxiety and social/emotional difficulties has been neglected.
Amanda Abbott-Jones’ new book based on research is the first to begin to plug this gap as it
gives welcome attention to the neglected area of the association of anxiety and
social/emotional difficulties experienced with specific learning differences and the impact
on learning in the higher education environment. Her quantitative survey of 102 dyslexic
students and 72 non-dyslexic students showed significant higher levels of academic anxiety
among the former. Her qualitative discussions with a sample of these students provide
specific examples of the social emotional cognitive effects of dyslexia which substantiated
the survey data. Students reported on the emotional effects they experienced in response
to specific academic tasks: reading texts (in terms of quantity but also looking for specific
information for essay writing); organising and developing their writing for essays; exams;
meeting deadlines; note-taking and contributing to seminar discussion. They reported large
amounts of negative emotions, the most prevalent of which was frustration. But on the
positive side, many students also cited real enjoyment when things went well.
Her book discusses her research findings and she spends some time presenting strategy
suggestions for students which will be of practical help with their SpLD but also help
ameliorate their high levels of anxiety. At the same time, her work is grounded in thorough
theoretical approaches concerning the nature of SpLDs as she presents one of the most
comprehensive summaries of the theories behind the complicated nature of specific
learning difference I have come across.
She effectively dismisses dyslexia as mere reading difficulty by providing evidence of the
multiple deficit model arguing, successfully, that dyslexia, and other SpLDs, are complex and
can involve an array of multiple deficits that operate as a causal chain
Abbott-Jones also devotes a chapter to discussing different theories of anxiety and coping,
inviting professionals working with students to develop deeper insight into concepts of
coping and useful strategies for coping. She tackles theoretical approaches to general
anxiety coming from learning and behavioural psychology; and includes an examination of
both cognitive and physiological approaches. She evaluates coping theories and critiques
coping theories based on the distinctions of problem-focused coping versus emotion-
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coping; approach versus avoidance; healthy versus unhealthy and suggests reframing
thinking about coping from good or bad methods to, instead, reflect on qualities in coping
which have implications for practice as disability professionals.
All professionals working with students with SpLDs and accompanying anxieties will
necessarily need to incorporate metacognition within their sessions – this is especially
important for those developing learning (specialist tutors and mentors) but it is equally
important to recognise the intersectionality of these issues for mental health mentors,
needs assessors, AT trainers and disability officers to be aware of, to enable them to have a
positive influence on the student’s metacognitive development.
Karisa Krcmar karisakrcmar@adshe.org.uk
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Supporting Students who Stammer in Higher Education, STAMMA,
Stammerers Through University Consultancy & London South Bank
University
Introduction and Acknowledgments
This guide has been produced to provide a toolkit for higher education (HE)
professionals when they are supporting students who stammer to achieve a
positive and inclusive HE experience. This document should not be seen as a
guide to legal rights and obligations, and is not a substitute for getting legal
advice.
While 1-3% of the adult population are known to stammer, many HE
professionals often have limited experience to draw upon to inform their
practice (Johnston and Bashir, 2017).
The impact of stammering on a student’s journey is complex due to the
significant differences in the way that:
• Individuals stammer and the variable nature of stammering as a speech
condition.
• The differences in an individual’s own self-perceptions of stammering.
• The differences in the way that stammering can be perceived by
others.

Understanding the impact of stammering in higher education requires us to
reflect on three things:
• The impact of competing models of disability.
• The key role of partnership working with a student.
• The use of the inclusive practice triangle for supporting students,
which Disabled Students Allowance forms part of (see section on
Setting Out a Three-Tiered Approach).
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This resource is written for the following staff in higher education: Leaders
of teaching and learning; Course directors; Disability advisors; and Study
skills advisors.

It is intended to help HE staff to:
• Ensure that students who stammer have the support they need to be
able to access, remain and succeed within and progress from HE.
• Implement as a minimum the ‘reasonable steps’ required under the
Equality Act 2010 to make sure that students who stammer are not
disadvantaged compared to other students. Within the Northern
Ireland context, to ensure that reasonable adjustments are
implemented for students with disabilities as defined within the
Disability Discrimination Act (1995) and required in law under the
Special Educational Needs and Disability (NI) Order 2005.

While the guidance is written for the UK context, it may have relevance in
other university settings. However, it is not intended as legal advice and it
should be noted that in some circumstances universities may have greater
obligations under the Equality Act.
This resource has been produced by the national organisation, Stamma
(formerly the British Stammering Association) and an organisation that
focuses on supporting universities, Stammerers Through University
Consultancy (STUC). The content (including illustrative case studies that use
pseudonyms) has been drawn from these organisations and has also been
informed by relevant research evidence. It has been reviewed by experts in
HE and in the field of stammering, with special thanks going to Claire
Norman, Deborah Johnston, Gillian Rudd, Jo Barlow, Jonathan Thompson,
Kirsten Howells, Nicki Martin, Rachel Everard and Rob Grieve.
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Understanding Stammering and Its Link to Learning

What is Stammering?

The national organisation Stamma describes stammering as:

… when someone repeats, prolongs or gets stuck on sounds or words,
often accompanied by some physical tension.

This is experienced over a period of time and is not the same as the occasional
disfluencies that fluent speakers may experience. While different terms are
used internationally, stammering and stuttering mean the same thing. Most
people start stammering in childhood, between the ages of 2 and 5. This is
known as developmental stammering. Some people start stammering later on
in life.

Most research indicates that up to 1% of the adult population stammers, but
some UK surveys suggest up to 3% – that’s about 1.5 million people in the UK.
In 2018/19, there were 2.38m students in higher education in the UK,
suggesting that there might be between 23,800 and 71,400 students who
stammer in the UK.

No two people stammer in the same way – you’ll come across students whose
stammering is very noticeable and others where there are very few audible
and/or visible signs of stammering. This is known as covert or interiorised
stammering.
Any one person’s stammering may also vary from day to day in terms of
audience perception and their own self-perception of their struggle to speak.
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This guide uses the term ‘person who stammers’ (PWS) to discuss those who
stammer, as, in the UK, this has become the preferred term in stammering
community groups. The intention is that people should not be defined by
their speech condition, as the term ‘stammerer’ seems reductionist to many.
This terminology is somewhat different to that in the disability community
generally (see Wilson and Martin, 2018, for a general discussion of disability
language).

Causes of Stammering

The causes of stammering are increasingly being uncovered by research.
However, among the general public, there are many widespread
misconceptions about the causes of stammering.

Stammering is not caused by nervousness. For most, it has a neurological
basis – research tells us that the brains of people who stammer are wired
slightly differently from those who don’t. There are indications from research
that there is a genetic link to stammering, which often runs in families –
around 60% of people who stammer have a relative who stammers or used to
stammer. There is no link between stammering and intelligence – people who
stammer have the same levels of intelligence as the general population.

There are no cures for stammering. While most children who start
stammering in early childhood will stop stammering either spontaneously or
with support from speech and language therapy, for adults, the picture is
different. While there needs to be more research, we do know that if
someone stammers into adulthood they are likely to continue to stammer for
the rest of their lives, although the degree may vary widely. While there is no
intervention that will make stammering go away, the Stamma website lists
therapies and techniques which may help people to manage their stammer,
should they wish to.
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Impacts of Stammering

Having a stammer, and other people’s reactions to it, can significantly
affect the way someone thinks and feels about themselves. It is important
to begin by recognising that some people who stammer (PWS) are entirely
comfortable stammering, and there is a growing movement of PWS who
reject any compulsion to be fluent. However, other people who stammer
often report feeling ashamed, frustrated, embarrassed or anxious. This
can be linked to the misconceptions of stammering and negative social
judgements (discussed below).
Therefore, when working with a student who stammers it is important to
consider their individual perceptions and support needs.
For those PWS who are uncomfortable stammering, a common way of
coping with stammering is to try to avoid it, out of fear of being judged
negatively. A student who stammers might say less than they want to,
swap a difficult word for an easier one, avoid situations such as giving
presentations, and use fillers (‘ums’ and ‘ers’) before a difficult word.
Stammering can sometimes be associated with mental health difficulties. In
some cases, PWS can become extremely isolated and depressed.
The impact of stammering in HE will be discussed in more detail through this
guide, but an overview is presented here. Every student is different and the
extent to which stammering might impact on a person’s studies will be unique
to them. Generally speaking, many people who stammer find the following
speaking situations challenging:
•

Introductions in academic or social situations: saying your name can be
particularly tough if you stammer, as can giving a verbal pen portrait of
oneself.

•

Speaking in front of a group in a lecture or seminar: a challenging
situation for lots of people and especially those who stammer, who may
be more anxious about being judged and assessed negatively.
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•

Using the phone or online teaching approaches that rely on verbal
interaction only: this relies on voice only and some people will struggle
to get started, resulting in silence and often unhelpful comments or
being hung up on. This is deeply frustrating and hurtful.

It is likely that students who stammer will feel anxious about:
•
•
•
•
•
•
•

Admission interviews
Introduction and ‘icebreaker’ activities
Tutorials
Seminars and lectures
Presentations
Oral exams
Placements

As we will see below, students who stammer might be worried about their
choice of course, module, mode of assessment or being included in social
networks.
Case study: Oladayo, third year student
“When I first started university, I was terrified – not knowing anyone, new
place, starting a degree, but I also had my stammer to cope with, a whole
extra hurdle. I was most worried about meeting new people.”

Stammering and Models of Disability

The first question that you may have in reading this guide is whether or not
stammering is a disability. As we shall see below, there is an active
discussion among those who stammer about whether or not they personally
regard stammering as a disability.
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However, while we navigate through these debates, it is important to
remember that stammering can be considered to be a disability as defined
in the Equality Act 2010. In the Act, disability is defined as an impairment
that has a substantial adverse effect (defined as not minor) on one’s ability
to carry out normal day-to-day activities. One of the examples in the 2011
statutory guidance is of a person who stammers and the related substantial
and adverse impact on communication activities. While stammering may
not always be shown to be a disability, stammering has also been found to
be a disability in many employment tribunal cases. A full review can be
found at https://www.stammeringlaw.org.uk/disability-equalitylaw/disability/.
Factors that dissuade PWS from disclosing a stammer
If stammering can be included as a disability in the Equality Act 2010, why
do so few people who stammer identify as disabled and so few students
who stammer make themselves known to university disability advisors?
(See discussion on disclosure later in this guide.)
One oft-cited feature among stammering community groups is that
stammering is rarely described neatly by the simplifying categories on many
disability disclosure forms (i.e. leading such forms to, ironically, prevent
disclosure of stammering). There are, however, additional, deeper reasons
for the failure to disclose and these stem from the competing approaches to
disability and to stammering among the general public and professionals.
Public perceptions of the causes of stammering can include myths that involve
negative stereotypes of people who stammer, such as being overly nervous,
timid, emotionally unbalanced, shy or introverted (Butler, 2013). Needless to
say, there is no foundation for the belief that personality differences cause
stammering, but such myths may impact on community perceptions of those
who stammer and on the self-perceptions of people who stammer (PWS).
Some PWS may falsely blame themselves for their stammer and, akin to the
moral model of disability (Wilson and Martin, 2018), may see stammering as a
personal, private ‘failure’ or ‘inadequacy’ rather than a speech condition
caused by neurological differences.
In addition, many services (including those in universities) may require a
medical diagnosis of a speech condition. This is akin to the operation of a
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medical model of disability (see Wilson and Martin, 2018 for a definition) that
suggests that disabled people have discrete, fixed and innate physical or
mental differences to non-disabled people. However, many PWS may never
have sought help from their GP or received a diagnosis for a range of reasons:
• PWS may not have approached their GP because they have not thought
that help is available and/or because they see stammering as the result
of individual ‘failings’.
• PWS may have had an unhelpful response from their GP because of
erroneous GP understanding of stammering.
• PWS may not have had a GP-related diagnosis because access to NHS
speech and language therapy support can vary significantly by location,
resulting in long waits and/or limited services (Bercow, 2018; Action for
Stammering Children, 2019).
• PWS may have instead sought support from private therapists or
therapies (not only speech and language therapy but also CBT,
meditation, yoga etc).
• PWS may have gained support from stammering community groups
rather than approaching health professionals.
At the same time, there is a growing affirmative model in the stammering
community. This model recognises that stammering causes speech
difference but rejects the notion that such differences must be disabling.
PWS who take an affirmative approach may point to the fact that there are
many successful people in public life who identify as having a stammer, that
stammering does not necessarily prevent effective communication and that
stammering may bring particular positive traits or experiences. Those
within an affirmative approach may adhere to a view that stammering only
becomes disabling when it is allowed to do so (see Campbell, Constantino
and Simpson, 2019; Claypole, 2021). This approach shares many features
with the social model of disability (see below) and can lead some PWS to
reject the notion of ‘disability’ because it can be seen to focus on
disablement rather than ability.
Social model of disability and stammering
As we noted above, there are many erroneous negative beliefs about
stammering, and this can affect interaction in the classroom, at work and in
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work placements, and during social events. The impact of this is important
when we use a social model of disability – as many of the barriers faced by
those who stammer arise not only from their own self-beliefs but also from the
expectations and views of those around them.
The social model of disability proposes that disabled people are people with
impairments who are disabled by their environment (Butler, 2013). In this
subsection, we review evidence for education settings that suggests that the
reaction of people who do not stammer can be disabling for those who do.
Butler (2013) suggests that the disabling effect of the learning environment for
many people who stammer can lead to chronic social exclusion. This results in
dissatisfaction and ‘lost opportunities’ in relation to social interactions and
academic engagement and achievements (Meredith and Packman, 2015).
Why does the reaction of others lead to a disabling effect? There is substantial
evidence that stammered speech can cause discomfort in listeners (Guntupalli
et al., 2007). At the same time, evidence shows a lack of understanding about
the causes of stammering (Craig, Tran and Craig, 2003).
There is a small but significant set of data on the negative perceptions of
people who stammer by higher education students (Silverman and Paynter,
1990; Dorsey and Guenther, 2000; Betz, Blood and Blood, 2008). This sense of
stigma can lead to a range of problems in university. There may be problems
for those who stammer engaging in group work because of the perceptions of
others. A range of studies of school or university settings have shown that
young people who stammer might be rejected or isolated from social groups
by those who don’t stammer (Davis, Howell and Cooke, 2002; Boyle, Blood and
Blood, 2009; Butler, 2013)
More worryingly, there is some evidence of negative perceptions by teachers
across all education levels, who may not always recognise stammering as a
condition worthy of respect and support. Butler (2013) notes the widespread
report by her study participants that teachers refused to be supportive.
Participants reported that the behaviour of teachers varied between those
who would purposefully taunt them, ignore a request for differing
treatment, through to those who physically excluded them to the back of
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the class … These experiences had a direct and detrimental impact on
participants’ learning experience; educational achievement; and their
subsequent ‘choice’ of whether to move onto higher education.
Source: (Butler, 2013)
Similarly, in an autoethnography, Isaacs (2020) reports on the way that time
pressure and inadequate understanding led university lecturers, library staff
and advisors to act as an obstacle to his postgraduate opportunities.
Key Takeaways

The impact of stammering in university will be diverse. Many students who
stammer will be able to successfully negotiate their university experience,
while others will experience lasting barriers that may undermine the
transformative experience of higher education.
While many students who stammer will not identify as disabled, they may yet
experience disadvantage related to their speech condition. It is important for
HE professionals to use the social model of disability to understand how
impacts occur and to work in partnership with students to understand how
best to mitigate these impacts so that they can fully benefit from the learning
and social opportunities on offer.
Setting Out a Three-Tiered Approach to Student Support
Introduction to Inclusive Learning and the Three-Tiered Approach

Inclusive learning refers to the way that teaching and learning materials and
approaches are designed and delivered to engage all students (Hockings,
2010). HE providers are required to offer an inclusive learning experience to
all students, based around a social model of disability. The Department for
Education (DfE, 2017) have proposed a model to show how HE providers
should structure their support for disabled students (Fig 1.).
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Figure 1: Supporting disabled students in HE (source: DfE, 2017)

This three-tiered approach will be explained in this section and used as a lens
through the rest of this document to understand how students who stammer
can be supported through their higher education journey. This document
should not be seen as a guide to legal rights and obligations, and is not a
substitute for getting legal advice. For example, universities may on occasion
have greater obligations under equality legislation than what is stated in this
guide and each case should be assessed separately.

A Short Guide to the Three-Tiered Approach
• An ‘inclusive’ learning environment should be the foundation of the
support for disabled students in HE. This means that many barriers that
disabled students might otherwise have faced are addressed through the
core design of the teaching and learning. Institutions might develop an
inclusive environment in a range of ways. They may assess themselves
against a check list of accessibility features (Department for Education,
2017) or might adopt a more fundamental universal design for learning
approach (Martin, 2020). Further guidance on inclusive practice and
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stammering is set out below.
• The model does, however, recognise that not all barriers can be removed
through an inclusive approach, and in certain situations it will be
necessary to make individual reasonable adjustments, such as allowing
written assessments rather than oral presentations. (Further guidance on
individual reasonable adjustments are provided in later sections.) The
Equality Act 2010 places a duty on HE providers to take an anticipatory
approach: adjustments should be proactive, not reactive. HE providers
should consider in advance the barriers that a student is likely to face and
make anticipatory adjustments for them. Feedback from focus groups
and students who stammer demonstrates that failure to do so can have a
wide range of consequences.
• Finally, in situations where a student may require specialist support and
equipment, the government provides funding through the Disabled
Student Allowance (DSA). Guidance about DSA should be provided by all
HE institutions: https://www.gov.uk/disabled-students-allowances-dsas.
If the student wishes, DSA might be used to access speech therapy or
related resources and equipment. Further guidance on the potential use
of DSA is found below.
Often DSA assessments are conducted by assessors who do not have
specialist knowledge of the range of support available for students
who stammer. Disability staff in HE should consider directing
students to either DSA assessors with a specialist knowledge of
stammering, or DSA assessors who have an established working
relationship with the HE provider in finding the best possible
outcome for the student.
DSA assessors can look at the Stamma website (https://stamma.org/) or
contact the organisation at help@stamma.org for information. Students
should be encouraged to apply for DSA at the earliest possible
opportunity to ensure that they have the equipment and support that
they require in place for the start of the academic year.
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Case study: Failure of reactive adjustments
Emma identifies as having a very noticeable stammer. When she started in
the first year of her Sociology course, she was unable to obtain a detailed
module description and had not been aware that she was required to take
part in a group presentation that accounted for 100% of her marks on a
core module.
When she was placed in a group, the rules were that each group member
had to contribute to the oral presentation. Emma was deeply
uncomfortable and approached student learning services, but they only
provided information on presentation skills. Emma approached her
module leader, who had not advised a student who stammered before. He
could see that she was very anxious and inappropriately recommended
that she relax and take deep breaths.
Emma then turned to her course director who referred her to student
wellbeing services, and they realised that she needed reasonable
adjustments. By then, however, the presentation day had passed, and
Emma’s group had had to present without her. Her relationships with
them had broken down as they felt that she had not fulfilled her part.
Disability services suggested reasonable adjustments and that Emma
should be allowed to present her work in an alternative format. However,
Emma had missed the university assessment window and had to come
back for resits. She felt frustrated at not being able to progress as planned.
She was embarrassed and worried that many in her year group now
disliked her. Overall, the experience increased her feeling of isolation,
something which is shown to be extremely common for students who
stammer.

Working in Partnership
Inclusive education should be seen as a progressive partnership between the
institution, its staff, students and other stakeholders (QAA, 2015; OIA, 2017).
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It is likely that a student who stammers may require varied support over time.
In this way, all parties learn together about what types of adjustments work
best.
Students who stammer may find that their fluency and the impact of
stammering can increase or decrease as external events change. So, for
example, while stress does not cause stammering, it can exacerbate it and a
student might find that activities that were once feasible may at other times
become more daunting. Similarly, a student may also find that supportive
work on their self-perception, the attitudes and responses of those around
them or their speech may encourage them to tackle previously challenging
activities.
It is important that staff provide opportunities for the student to express their
perception of how support is working. A key staff member and the student
could have regular meetings or written communication. This investment of
time at defined intervals in the academic year can improve student outcomes.
Case study: Working in partnership

David is studying Photography and has a productive relationship with his
academic advisor, who he first met at the university insight day for
applicants. David had told his advisor that he stammered and so his tutor
was able to go to the Stamma website to learn more. His advisor met him
as he enrolled in September, just to talk through what the issues were for
him, and then how they would deal with them. On David’s course there is
an expectation that you see your academic advisor once each term. David
found that his self-esteem and ability to engage in class discussion was
quite fluid, and the meetings with his advisor helped him reflect on which
approaches were working best.

Key Takeaways

Given the complexity and variation of stammering, the adoption of the threetiered approach to inclusion will be important for students who stammer.
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Many PWS will find their needs met by an inclusive learning environment with
built-in flexibility, while others might benefit from reasonable adjustments.
Some PWS may wish to access the Disabled Students Allowance to make use of
specialist equipment or support.

In all cases, where students reach out for support, it will be important to work
in partnership, with regular meetings to reflect on the student’s experience of
support and adjustments.

204

Moving Into Higher Education
Research evidence suggests that often people who stammer may have a range
of obstacles when moving to higher education (Butler, 2013).
Butler (2013) argues that many students who stammer may not have achieved
their academic potential and may not have the qualifications for entrance to
higher education. Furthermore, many may be dissuaded from attending
university due to their experience at school. Of the participants in her study
who went to university, Butler (2013) notes that students tended to be
isolated and did not disclose their stammer on their admission form or to
anyone within the university. This accords with other research that suggests
that disabled students with unseen disabilities experience the greatest
challenges in UK universities (Richardson, 2009).
In the introductory section, we looked at the reasons why PWS may not
disclose a speech condition, such as not regarding their stammer a disability,
or because they did not believe that much could be done to assist them. In
addition, it should be noted that some applicants who stammer may believe
that that they would not receive a place if they do disclose (for a general
discussion for disabled students, see Vickerman and Blundell, 2010).
Transition from Compulsory Education to Higher Education

During compulsory education within the UK, it is likely that there is:

◼

Uneven access to support and information – so the tools and
information that students have might be unclear, and they may not
know what will work for them in terms of reasonable adjustments.

◼

Exposure to the myths around stammering – so students may have poor
self-belief or negative self-image, and may not feel able to advocate
positively for themselves.

◼

Isolation – some students will not have been able to discuss stammering
previously and may be uncomfortable talking about stammering with
their close friends and family, let alone talking to a disability advisor.
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◼

Low expectations of support – students may have had little support in
school even where they requested it and may not see lecturers or staff
as potential allies.

◼

Problem solving and negotiation skills – while the list above suggests a
range of negative impacts of stammering, students may also have had to
develop strong problem-solving skills and considerable experience of
navigating and negotiating the obstacles they face.

Impact on University and Course Choice

There is some evidence that having a stammer impacts on the ability to
benefit from a university education. In focus groups carried out by the
Stammerers Through University Consultancy (STUC) in multiple UK university
settings, participants said that they were hindered by:
• An inability to ask questions or clarify learning points in certain settings.
• Choosing modules that would not involve speaking or interaction even
when these did not meet their learning goals.
• Choosing courses that would not involve speaking or interaction even
when these did not meet their long-term career goals.
• Not being ready to disclose their stammer to the university’s or
college’s Student Support or Disability Services (or whichever group the
HE institution has for this purpose).
It is important for disabled learners to have sufficient information to help
them with choosing an institution and a course. Providers can facilitate this
through:
• Stamma material or similar, to encourage people who stammer to be
more comfortable talking about their stammer and/or become aware
they can access DSA and other forms of support.
• Ensuring that all information such as prospectuses are available in
advance so that individuals develop a better understanding of their
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prospective course. A challenge for students who stammer is
anticipating the type of support they may need to engage in group
activities or oral presentations.
• Provision of information about the styles of teaching, learning and
assessment on a course – and the use of technology such as Padlet or
similar (see below).
• An understanding of the additional supporting services available in
university such as Disabled Students Allowance.

Case study: Selecting a course

Shannon has a stammer and she is hoping to study Journalism. She is
concerned about being placed at a disadvantage if she selects a course that
has a strong focus on assessed oral presentations. Although she achieved
good A level grades, Shannon worries that HE might not be for her as she had
a poor experience with one of her subjects at school, English. Shannon has
always enjoyed writing but felt traumatised by negative judgements after
having to read out loud in English class over several years. She does not want
to be put at a disadvantage in getting good marks on her course, nor does she
want to deal with negative comments from others. As she isn’t sure what
role presentation might play in her course, Shannon at times considers
changing her course choice, or even not attending university at all.

Open days are an important opportunity for all students, but for students
who stammer, they can form a critical part of their experience of
transitioning into HE:
• They can offer an opportunity for the student to meet key people, such
as lecturers, staff working in learning support and welfare tutors, to
learn more about the course and the institution and how it can best suit
them.
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• They can alert students to the potential for support and particularly for
Disabled Students Allowance. Should the student wish to use this kind
of support (see below for examples), it can take time to put in place and
the gold standard is having support in place pre-entry.

Case study: Attending an open day
Julian is attending an open day at a university that he is interested in. He
wants to study Engineering but wants to ensure that his course will allow
him to go on to a specialist Masters. The course briefing does not provide
the information and, although there is a long question and answer session, it
is in front of a large group in a lecture theatre and Julian feels that he can’t
ask the questions he wants to. The lecturer leaves immediately afterwards
and the written material does not answer his question. Fortunately Julian
has been allocated to a building tour with a student who is currently taking
the course he is interested in. Julian feels able to ask his question in the
smaller tour group. The student not only answers Julian’s question, she also
shares the lecturer’s email address so that Julian can follow up directly with
any further questions.

Examples of more inclusive open day approaches:
• Use name labels for visitors so they don’t need to say their name and
course that they are interested in.
•

Consider whether briefings provide multiple approaches for applicants
to ask questions. Provide alternatives to live Q&As in large lecture halls,
such as the use of supportive technology (e.g. Padlet, Poll Everywhere
or other technology that allows electronic Q&A), email routes, comment
cards, small group sessions etc.
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Selection Process

In accordance with the Equality Act 2010, education providers must not
discriminate against disabled students, including at the point of admission.
The provider has a duty to make reasonable adjustments to ensure that a
disabled student is not put at a disadvantage compared to their peers.
During the selection process this may include offering to make reasonable
adjustments for interviews and assessments. If adjustments are not in place,
students may keep their answers short because they don’t want their
stammer to be heard or are concerned that stammering may prejudice the
assessor. Telephone interviews might be particularly challenging for people
who stammer.
Examples of reasonable adjustments to selection interviews or
presentations:
•

Give extra time or remove time deadlines for oral presentations – or
remove the need for an oral presentation.

•

Allow written responses to be considered alongside verbal responses to
questions.

•

Allow the candidate to use assistive technology if they would want to do
so to carry out a presentation.

•

Offer a face-to-face interview (whether online or in person) rather than
a telephone interview.

Disclosure and Disabled Student Allowance

Stammering can be classified as a disability under the Equality Act 2010. This
places a legal obligation on schools, further and higher education, and
qualification bodies to make reasonable adjustments to ensure that disabled
students are not at a substantial disadvantage to their peers. See the next
section for examples of reasonable adjustments you can offer. This sub209

section considers the issues of timing for early disability disclosure and
application for DSA.
For all disabled students, early disclosure is beneficial as it allows for three
important responses:
- Planning by the disability team for student support across their university
experience.
- Early notification to course leaders and module convenors so that they can
more easily accommodate adjustments in an effective and timely way.
- To allow an application for Disabled Students Allowance (see next section
for more detail) to provide for the timely receipt of additional technology
or support.
In general, disclosure of a disability can be problematic for applicants for
several reasons. There may be distrust that disclosure at the application stage
may disadvantage, while disclosure also requires applicants to make public
elements of their lives that had previously been private or may seem an
inappropriate framing of a speech condition that has changeable and fluid
impacts (Pearson and Boskovich, 2019).
In the earlier section we noted that both published research and STUC focus
groups found that very few students who stammer disclosed it to their
university or college via the relevant channels. There are several reasons:
- Students who stammer may not regard themselves as having a disability
(Meredith, 2019).
- Students do not understand the type of support which is available and/or
do not believe that useful help is available.
- If a student’s stammer is not very prominent, they may be unsure whether
or not it will pose a significant barrier to their studies and, therefore, may
not feel it is worth disclosing.
During open days and the application process, staff should encourage students
who stammer to disclose their stammer, in order to facilitate early
conversations about appropriate adjustment and support. One example is to
pose the question: ‘Is there anything else you’d like us to know about you or
your circumstances that might help us to support your learning, or your
experience at university more generally?’
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Inclusive Teaching and Learning Practice and Reasonable Adjustments
In focus groups carried out by the Stammerers Through University Consultancy
(STUC) in multiple UK university settings, it was found that students who
stammer often find they are hindered by:
• An inability to ask questions or clarify learning points in certain settings.
• Not being given enough time to speak by lecturers or peers.
• Deciding not to attend situations such as seminars or lectures if there
was a pressure to speak.
• Deciding not to engage in oral presentations which might put their
speech in the spotlight, even if they were assessed presentations.
• Avoiding group work because of concern about negative judgement.

Adjustments to Teaching Sessions

Teaching sessions can present barriers for students who stammer. This is
particularly true if the lecturer likes to use spot questions to test a student’s
memorisation or knowledge of key facts.

• In such cases, students who stammer may become withdrawn and
not contribute to sessions as much as they want to.
• Students may avoid modules that interest them, due to an
engagement pattern that relies on verbal fluency.
• Some students may resort to circumlocution, talking around the
subject, so that meaning is hard to discern. Others may offer an
inappropriate monosyllabic reply, rather than expanding their
responses or explanation.

With Covid-19, the use of virtual learning environments can be helpful if
new methods of engagement are provided. However, if they are not,
students who stammer may find themselves under greater pressure as the
communication usually provided by body language will be limited, and
there may be an even greater spotlight on verbal performance.
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To ensure effective inclusive practice, lecturers should seek to:
• Use a positive inclusion statement at the start of the module that
indicates varied communication styles are appreciated and students
must treat each other with respect. Frequently remind students of the
ground rules in the lecture, such as ‘Give everyone the opportunity to
contribute’; ‘Give each person time to say what they want’; ‘Respect
differences’ etc.
• Attend training to learn about stammering, how it manifests itself and
how it can impact people.
• Give students the option to use other ways of communicating, if they so
wish, such as written responses and use of diagrams.
• Use technology, such as Padlet, to encourage student participation in a
manner which does not discourage them, or trigger anxiety.
• If using virtual learning environments, use breakout rooms, the chat
function and polls.
• Avoid spot questioning.
• Allow more time for thinking.
• Allow more time for discussion to ease the demand for ‘instant’
participation.
• Model patience and reduce time pressure.
• Make it clear not everyone has to have a turn – it’s OK to ‘pass’.

Case study: Engaging in lectures
Nazrin has a stammer and is studying Economics. On her core module, the lecturer
likes to encourage engagement in the large lecture hall and, recognising that this can
be difficult for many students, she spent time at the start of the module being explicit
about the class being a safe space to contribute and wanting to hear a diverse range
of voices. This made Nazrin feel more comfortable contributing but she spoke to her
lecturer about times it felt hard to do this in the moment due to the worry that she
would take too long to ask questions. Her lecturer then introduced Padlet, a tool for
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electronic engagement that students could use to ask questions throughout the
session, thereby improving the experience for everyone.

Tutorials and Group Work

The objective for HE providers should be to create a learning environment
in which students who stammer can demonstrate they have met the
learning objectives without having disfluency count against them either
directly because of assessed oral presentation or indirectly due to social
distance with peers.
Given the oral presentation and/or group work that is increasingly common
in many HE subjects, this section outlines some examples of good practice
and reasonable adjustments that an HE provider may make, including
suggesting ways in which students who stammer may benefit.
Students who stammer may fear speaking in front of a large group and may be
reluctant to contribute their opinion or read out their work. It is important for
lecturers to remember that we need to use a social model of disability to
understand that the impact of stammering in tutorials or in group work arises
both because of the feelings of those who stammer and the reactions of
those who are fluent:

•
•
•
•

Social dynamics with peer groups can be challenging.
There may be anxiety about participation in tutorials and socially.
Verbal participation and group participation may be limited.
Students may be unsure how their stammer is perceived.
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Reasonable adjustments:
Work with the student to select one or more of the options below:
•
•
•
•
•

•
•

•

Vary the size of the group during tutorials.
Use pair work and small groups.
If everyone is expected to contribute, agree with the student on the
best way for them to do so.
Give extra time for contributions.
Delegate specific roles in collaborative projects that allow students to
use their preferred communication channel: oral; written; photographic
etc.
Give students specific roles within group tasks – rotate these so
everyone gets an opportunity to speak.
Encourage differentiation, such as one on one discussions, or put people
into groups where the student who stammers is comfortable around
peers.
If running seminars in a virtual learning environment, allow for use of
chat function, breakout rooms and polls, to take the focus off oral
communication.

Accessible Assessment Methods and Learning Objectives

When considering reasonable adjustments which may enable a student who
stammers to fully participate in a course or a module, it is always important to
review the intended learning objectives. These will be stated in the module
and course descriptions upon which a course was validated.
• In turn, these may be drawn from QAA Subject Benchmark Statements,
which are used as, non-statutory, reference points in the design,
delivery and review of academic programmes.
• Some courses will be accredited by Professional, Statutory and
Regulatory Bodies (PSRBs) and such courses will provide a route through
to certain professions or are recognised by employers. PSRBs will
214

215

approve courses and consider if they meet the standards required by a
profession.
Overall, both Subject Benchmark Statements and PSRB regulations usually
establish competence standards which establish if students have a particular
essential competence or ability essential to the completion of a course of
study. In general, universities cannot make reasonable adjustments about a
competence standard, but can make adjustments to the way a standard is
assessed.
Many of the barriers to access faced by students who stammer can be
addressed by considering how and why verbal interaction is used in teaching,
learning or assessment. Students who stammer may be particularly
disadvantaged if presentations are assessed as part of assessments.
Disfluency may be incorrectly viewed as reflecting lack of knowledge or
uncertainty by people who don’t stammer. Conversely, fluency may be
conflated with confidence and depth of understanding. Some staff may
unwittingly find that their marks are influenced by the fluency of a
presentation, even when fluency is not one of the learning objectives of a
course.
It may be that accessible engagement and assessment methods need to be
arranged in collaboration with the Student Support or Disability Services (or
whichever group the HE institution has for this purpose) and the Faculty or
Department. This is where disability disclosure can really help kickstart this
process. Therefore, it is also paramount that staff in Student or Disability
Support Services are sufficiently educated on stammering, how it manifests
itself and how it can impact an individual, particularly in the university setting.
Case study: Review of learning objectives
Duncan is studying a History module which normally requires that the student
present their findings to the year group. However, his experience of stammering has
left him with a deep anxiety about public speaking. The learning objectives for the
module centre round understanding the debates about the breakdown of feudalism
in English medieval history and, after speaking to Duncan, the module leader reflects
that the learning objectives are not about developing a knowledge of public
speaking. The module leader considers that there are other ways for Duncan to
demonstrate his knowledge. The module leader speaks to the Disability Team and
the faculty learning and teaching lead to gain approval for changes to the whole class
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so that Duncan is not singled out and that other students who are concerned about
public speaking are not disadvantaged. The module leader provides the following
options:
- A class presentation.
- A recorded presentation.
- An academic poster.
- A short reaction paper reviewing the contribution to the debate of three main
texts.

Reasonable adjustments:
Review assessment criteria so that, where possible, concepts relating to
‘fluency’ are replaced with ‘effective communication’ that focuses on the
ability to convey thoughts and ideas logically. Remove any language from
assessment and grading criteria which emphasises the need for ‘fluency’ or
‘lack of hesitation’, et cetera.

Consider how the act of presenting relates to module or course learning
outcomes and to any competency standards, and consider if alternatives to
assessing outcomes and standards can be discussed with the student
concerned:
•
•
•
•
•
•
•
•

Choose another assessment method, such as a paper, a poster or a
diagram.
Offer the option to co-present with a peer.
Allow written scripts for presentations to be considered instead of or
alongside verbal presentations.
Provide extra time.
Give the opportunity to practise or to present in front of smaller groups.
Provide the option to give a presentation in a less formal way (e.g.
sitting down around a table instead of standing up in front of a group).
Use audio-visual aids to take the focus off the person.
Allow them to record or video their presentation in private to show
later on to their seminar group.
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Use of the DSA

The discussion above strongly suggests that course directors and module
leaders should review both engagement approaches and assessment criteria
that relate to ‘fluency’ in the sense of ‘lack of hesitation’. Unless verbal
fluency is genuinely an objective of the programme, course and module
learning outcomes and assessment criteria should instead refer to ‘effective
communication’. This allows for appropriate assessment of the content and
for alternative modes of assessment or presentation.

While many students may not, some students who stammer may find it useful
to use the Disabled Students Allowance in order to access:
• Speech and language therapy, where they wish to use the tools and
techniques that this provides. Note that speech and language therapy
should not be assumed to be appropriate or insisted on. Therapists
should be registered with the Health and Care Professions Council.
• The purchase of equipment, such as an electronic fluency device.
Electronic fluency devices (also known as altered auditory feedback
devices and altered feedback devices) are electronic devices intended to
improve the fluency of people who stammer. Most electronic fluency
devices change the sound of the user's voice in their ear. There is limited
research on the effectiveness of these devices and results are mixed.
Such devices should not be assumed to be appropriate or forced on a
student.
• To arrange public speaking training in order to desensitise and provide
new skills for students who wish to engage in this way.
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A Special Note on Studying a Language/Languages

The recommendations and reasonable adjustments mentioned above should
be emphasised for those studying languages, where onus is placed on the
‘fluency’ of an individual’s speaking.

Many students who stammer successfully complete language degrees. STUC
has found that the experience is varied, with some students stammering more
in their mother tongue than their degree language(s) and others vice versa.
Miller (2017) researched approaches to language learning among people who
stammer. He found that while some people who stammer were dissuaded
from language learning due to prior negative experiences, others found that
their experience of stammering had given them effective approaches that
helped language acquisition.

A general concern in a university context is the potential for stammering
(particularly blocking) to be misconstrued by examiners as an inability to recall
vocabularly and/or vocalise a language well.

In an oral assessment scenario, this can often result in unfair penalisation in
being marked down, which will impact the overall degree result. In such cases
the discussion above on assessment and learning objectives should be carefully
considered. It should be remembered that language proficiency and fluency
are not equivalent – stammering exists globally implying that people manage
to both stammer and be fully proficient in every language!

The study of languages is likely to include teaching and assessment practices
that are particularly disavantageous for students who stammer, and these
should be considered in the light of learning outcomes and competence
standards:
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• The use of spot questioning to test recall can be substituted with other
approaches to testing vocabularly such as written tests, or be lessened in
its impact by creating a positive enviroment, giving extra time or doing spot
testing in smaller groups or one to one.
• The use of assessed oral work to test accent and grammar can be
substituted either with other approaches (such as testing grammar through
written tests) or, where oral assessment is seen as central to assessing
competence standards, by allowing other forms of oral assessment, such as
one to one tests, smaller groups, extra time etc.

Student Experience and Wider
Interactions

Social and Leisure Opportunities
While many students who stammer find social interactions straightforward,
others may find them worrying (due to past experience of negative
responses).
Where courses are providing co-curricular social events, consider the
following:
• Using name labels so students don’t need to say their name (many PWS
find that verbalising their name can put a high-stakes spotlight on their
fluency).
• Use pair work introductions, where they introduce the person they’ve
been talking to and vice versa.
• Setting out ground rules about acceptance of others, modelling inclusive
behaviour and making clear that bullying has serious consequences.
Other social events will be organised independently by the Students’ Union
and others. Having opportunities to join societies and other interest groups is
an important part of the overall higher education experience. Not only does it
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provide an opportunity for students to meet peers with shared interests, it
can lead to the development of important skills and experiences that the
student can then reference when seeking employment.
Often students who stammer can feel restricted in accessing these activities
for a variety of reasons, including students leading the societies and groups
not knowing how to relate to a student with a stammer. To help facilitate
access to these groups, HE providers and student unions should consider:
• Facilitating students’ groups to make reasonable adjustments for
students.
• Societies and groups each having an Accessibility Officer or Equal
Opportunities Officer on the Executive Committee, to ensure that their
activities are inclusive.
• Displaying Stamma/British Stammering Association posters to create a
conducive environment and to educate those who do not stammer.
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Study Abroad and Work Opportunities

Students who stammer should be encouraged to take opportunities to study
or work abroad, if they wish to do so. It is important to note that perceptions
of stammering and associated stigma can vary between cultures, countries
and institutions.

Course directors and/or disability staff should liaise with the host institution or
workplace to facilitate the transition into the overseas location and to ensure
that relevant adjustments are made in advance.
Case study: Study abroad opportunities
Nizam studied Languages in HE. As part of this course, it was expected that
he would study abroad for a year. He was concerned about travel to the
country in question as he had heard they use pejorative terms for those
who stammer. He spoke to his course director who had good contacts with
Nizam’s placement university. With Nizam’s permission, she was able to
share some information in advance about his concerns and his preferred
working styles. With an awareness by the placement university’s course
team, Nizam felt more at ease. Within a few weeks, he was able to sit
down with his placement lead and discuss attitudes to stammering locally.
Nizam saw that troubling attitudes had been changing in the last few years,
and he also developed some good vocabulary that would suit him when
responding to issues or questions about his speech. Overall the close
communication between his UK course team and his placement team
helped Nizam find approaches and techniques that supported him in having
a great year abroad experience.
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Supporting the Transition to Employment

Research shows that disabled students have poorer employment outcomes
compared to their peers without disabilities. HE providers have a
responsibility to support all students into, within and from their institution.
Numerous surveys with people who stammer report encountering difficulties
in employment (see Gerlach et al., 2018 for a review). There are limited
population studies but Gerlach et al. (2018) found evidence of gendered
earnings and employment differentials in an investigation of American labour
force data. They suggested that these showed significant discrimination in
employment outcomes, particularly for women who stammered compared to
women who did not.
At the same time, there are examples of successful PWS in every walk of life.
The present President of the USA (Joe Biden) is a person who stammers, and,
for example, those who stammer can be found among successful business
people, actors, artists, teachers, health care professionals and sports people.
It is important that careers professionals do not inadvertently assume that
PWS are limited in their employment options. To widen their perspectives,
careers professional may wish to look at various sites that promote positive
role models for PWS, such as the Stambassadors site at Action for
Stammering Children (https://actionforstammeringchildren.org/getinvolved/stambassadors/).
Careers advisors should advise students who stammer about Access to Work,
which is a publicly funded employment support programme that aims to help
more disabled people start or stay in work. It can provide practical and
financial support if you have a disability or long-term physical or mental
health condition. (https://www.gov.uk/government/publications/access-towork-factsheet). An Access to Work grant can pay for practical support to:
start working; stay in work; and move into self-employment or start a
business. Access to Work scheme is not well known among disabled students
or in academia (Martin, 2017; Brown and Leigh, 2018).
As well as providing the standard support offered to students, careers
services should offer specific guidance to students who stammer, including:
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◼

◼

◼

◼

Advice on how to disclose the stammering or declare their disability, if the
individual wishes to consider doing so.
Information on support that the student might draw upon in the
workplace.
Advice on how to request reasonable adjustments for interviews and
assessments.
Advice on how best to approach discussing reasonable adjustments that an
employer might make for them in the workplace.

It is generally assumed that it is important for students to have previous work
experience to enable them successfully to find employment upon graduation.
To improve long-term outcomes, careers services should encourage students
who stammer to look for suitable summer work placements or voluntary
opportunities and support them as they apply for these opportunities.
Stamma offers support on stammering in the workplace and lists many sectors
that have specialist networks for those who stammer (https://stamma.org/).
Work Placements

Some students take courses which incorporate year-long work placements.
Students should be supported with finding a placement and in overcoming
challenges that they might face because of their stammering. These impact
placements of all kinds: teaching, health professionals, study placements, et
cetera.

As discussed above, this could include guidance on declaring their stammering
and discussing reasonable adjustments. Stamma offers support on stammering
in the workplace (https://stamma.org/).
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Summary of Key Points and Recommendations
Key Points

• Stammering varies between people and can vary from moment to
moment. Everyone who stammers is different and may have varied
feelings about their stammer.
• The basis for stammering is neurological and many of the publicly
accepted views of stammering are incorrect (e.g. that it is a sign of nerves).

•

The reactions of others both in the past and present will impact on the
way that PWS view themselves and their communication skills. Some PWS
may not want support and may be comfortable with their speech
difference.

•

Even where stammering does lead to barriers to learning, some PWS may
feel uncomfortable disclosing a disability for a range of reasons. However,
stammering can be defined as a disability by the Equality Act 2010.

•

Currently, PWS rarely disclose a disability when joining university and so
may miss out on both reasonable adjustments or DSA-funded services.
Course staff, year tutors, student support advisors and study skills teams
are likely to be the first point of contact for students who stammer if they
do reach out.

•

There should never be expectations on a student who stammers to speak fluently or
to change the way they talk. If the student wants to access therapy services or
assistive technology, that is their choice. It is an option, not an imperative.
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Recommendations
• HE institutions should develop an inclusive environment to enable disabled

students, including students who stammer, to engage positively,
minimising the need for individual adjustments.

•

HE institutions should support students through individual reasonable
adjustments in situations where it is not possible to overcome barriers
through inclusive practice. It is important that they focus on anticipating
issues rather than responding after a problem has been encountered.

•

HE institutions should view students as individuals and consider their
preferred individual support needs. HE institutions should keep the
student at the centre of any discussions on adjustments or support
arrangements.

•

HE institutions should provide students who stammer with tailored
support to prepare them for making the transition into employment,
including advice on disclosure of a disability, information on employment
rights and support, such as Access to Work.

•

HE institutions need to be proactive in creating and advertising support as
students who stammer may be less likely to present to disability services
without this.

•

HE institutions need to provide a supportive communication environment
for students who stammer where their contributions are valued regardless
of whether they are stammered or spoken fluently.
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•

Course directors, module leaders and quality-related staff need to
carefully consider how ‘fluency’ (in the form of hesitation-free speech)
relates to teaching, learning and assessment methods. They should
consider referring to ‘effective communication’ in learning outcomes or
assessment criteria, and rethink how and why assessed oral presentations
should be used.

Finally, it should be noted this document is intended to inform those working
in HE and set out new approaches to teaching, learning and assessment that
do not put students who stammer at a disadvantage. It should not be seen as
a guide to legal rights and obligations, and is not a substitute for getting legal
advice where necessary.
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Organisations for Further Information and Other Resources
Further Information:

Royal College of Speech and Language Therapists (RCSLT)
RCSLT is the professional body for speech and language therapists in the UK;
providing leadership and setting professional standards. They facilitate and
promote research into the field of speech and language therapy, promote
better education and training of speech and language therapists and provide
information for speech and language therapists and the public about speech
and language therapy.
Website: www.rcslt.org

Twitter: @RCSLT

Stamma (The British Stammering Association)
A registered charity that aims to support anyone who stammers in the UK and
tackle the stigma, ignorance and discrimination that people who stammer
often face so that they can live their life in full and with dignity. Stamma
provides information, resources and support to those who stammer, as well as
to those close to them such as family, friends, educators, employers and
colleagues.
Website: www.stamma.org
@stammer

Twitter:

Stammeringlaw
Created by Allan Tyrer, a retired solicitor, the Stammeringlaw website explores
the position of stammering under the Equality Act 2010 (previously the
Disability Discrimination Act 1995). The website is written mainly from the
point of view of the person who stammers (or their adviser) looking into their
rights under the Equality Act. However employers and service providers
dealing with people who stammer may also find it useful and there is some
content specifically for them.
Website: www.stammeringlaw.org.uk
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Stammerers Through University Consultancy (STUC)Stammerers Through
University Consultancy (STUC) is the world's only initiative which solely aims
to support student and staff in higher education who stammer. Founded by
Claire Norman in 2014 as a result of her own experiences, STUC endeavours to
ensure those who stammer in high education are not disadvantaged and can
reach their full potential, no matter what their role.
Website: www.stuc-uk.org
@STUC_UK

Twitter:

Other Resources:

50 Million Voices
50 Million Voices is an ambitious global initiative seeking to transform the
world of work for people who stutter – and for employers and society too. The
raise awareness of the benefits of stammering friendly cultures, highlighting
how the whole team benefits when stammering voices are heard. Activities are
wide-ranging and include practice interview days, best-practice recruitment
workshops and mentoring for employees who stutter.
Website: https://www.50millionvoices.org/
Twitter:50MillionVoices
Stambassadors
Stambassadors connects people from the world of work who stammer with
young people who stammer, sharing their stories and inspiring young people
to think big when they are considering their career choices. The Stambassadors
website features videos of individuals who stammer sharing their experiences
of working in a wide range of sectors and roles, including education, law,
health, politics and media.
Website: https://actionforstammeringchildren.org/getinvolved/stambassadors/
StutterTalk
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StutterTalk is an American non-profit organisation dedicated to talking openly
about stuttering and the home of the first and longest running podcast on
stuttering. Since 2007 they have published more than 700 podcasts which are
heard in 180 countries on wide-ranging topics including societal attitudes,
education, discrimination and therapy.
Website: https://stuttertalk.com/
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Editorial guidelines for contribution to JIPFHE
The main audience for JIPFHE is staff who work with disabled people in FE and HE and papers
should be of practical use to this constituency as well as enabling readers to gain a deeper
theoretical underpinning in critical disability studies upon which to develop their day to day
professional work.
JIPFHE has a refereed section which includes peer reviewed papers, and a practitioner-focussed
general section.
Contributions from disabled / neurodiverse people about their own experiences of post 14
education and training (in its broadest sense) are very welcome based on the principle of
“nothing about us without us”.
Contributions for the peer-reviewed section should reflect ethical participatory / emancipatory
research, which involves disabled / neurodiverse participants and results in interventions which
improve services for disabled / neurodiverse people in the post 14 (education and training)
sector.

Writing your Paper
Articles should be between 2500 and 6500 words, usually around 3,500 to 4.500. You may be
asked to reduce the number of words even if your article is less than 6500, if the referees feel
that you could express yourself more succinctly.
An abstract of no more than 300 words summarising the whole paper including findings is
required for research based articles.
Ethical guidelines prescribe that research participants should not be identifiable, and
confidentiality must be respected. A clear ethics statement is required.
Harvard referencing must be followed and at least 50% of your references need to be no more
than three years old. Do NOT use any form of automatic referencing.
A very useful guide to Harvard referencing
http://www.librarydevelopment.group.shef.ac.uk/referencing/harvard.html [Accessed 11
October 2019]
Please submit your paper via the NADP office admin@nadp-uk.org .
The paper will be sent to the editor (who will be a member of the editorial board).
Two referees, nominated by the editor, will review the paper anonymously and return their
comments to the editor. The editor will either then contact the author about the outcome or
liaise first with the editorial board if there is not sufficient agreement between the reviewers. The
outcome will be that the paper is deemed appropriate (usually subject to modifications) or
unsuitable for JIPFHE. Refereeing takes time because of the liaison involved so please be patient.
You will be given a reasonable timescale to make amendments.

234

235

NADP briefing relating to the Office for Students report: ‘Assessment
practices in English higher education providers: spelling, punctuation
and grammar’ – Mike Wray
A research report prepared by Dr Mike Wray on behalf of the National Association
of Disability Practitioners CIC
December 2021
1.1.The National Association of Disability Practitioners is a professional
association for those working in the tertiary education sector, who are
involved in the management or delivery of services for disabled students.
Our mission is to promote excellence in quality, sustainability and inclusivity
of post-16 provision for disabled students and staff in higher and further
education. We have over 1500 members within 140 HEPs, businesses both
within the UK and internationally.
1.2.NADP welcomes the OfS report on these matters since there have been a
number of misinformed reports in the English press recently about inclusive
assessment practices within the sector which undermine the activities of the
organisation and its members in ensuring equality of outcomes for disabled
students. We welcome efforts which have the principles of equity and
inclusion at their heart, to ensure that there is a fair and consistent
approach to the assessment of disabled students.

2. Existing practice
2.1.Inclusive policy and guidance from disability practitioners within HEPs
usually does not state that spelling, punctuation and grammar (SPG) should
be disregarded universally within assessment methods and marking criteria.
This would disregard academic judgement and contravene such things as the
competency requirements set out for teaching by the Department of
Education5. A frequent suggestion within inclusive assessment guidance is

5

Teachers’ Standards (publishing.service.gov.uk)
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that academic staff should try to mark for meaning and hence,
demonstration of knowledge. Research evidence indicates that there is a
commonly shared assumption between staff and students that
demonstration of knowledge is a key purpose of assessment6.
2.2.Furthermore, what most guidance and policy relating to inclusive
assessment seeks to address is fair assessment, clear assessment criteria and
constructive feedback (or feedforward) which does not unduly critique
disabled students for a reason related to their impairment. These aspects of
assessment are what students often say is important to them when
questioned on their expectations of higher education7.
2.3.NADP and its members believe that staff and students, when engaged in
assessment, are focussed on developing higher order skills8 such as
presenting a strong argument, critical thinking and problem solving. Most
writing and/or communication within the graduate workplace requires a
strong focus on these higher order skills. These types of skills align with the
CBI report9 referred to in the OfS document, which emphasises work
readiness. In our opinion the OfS report focusses too narrowly on rote
learning of spelling and the rules of punctuation and grammar which
demonstrate application of lower order skills.

3. Concerns
3.1.Contrary to the recommendations made in the OfS report, we believe that
assessing for SPG across every course and module will result in academic
McEwan, M. P. (2017) ‘The Essay as a Lens on Transition to the University: Student and
Staff Perceptions of Essay Writing.’ International Journal of Teaching and Learning in Higher
Education 29(3):511–23.
6

Balloo, K., B., Pauli, R. and Worrell, M. (2017) ‘Undergraduates’ Personal Circumstances,
Expectations and Reasons for Attending University’. Studies in Higher Education
42(8):1373–84. doi: 10.1080/03075079.2015.1099623.
7

Krathwohl, D. R. (2002) A Revision of Bloom's Taxonomy: An Overview, Theory Into
Practice, 41:4, 212-218, DOI: 10.1207/s15430421tip4104_2
8

9

12546_tess_2019.pdf (cbi.org.uk)
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staff in HEPs unduly penalising disabled students for perceived incorrect
usage. For example, if 5 marks were made over to SPG and students made
errors as a direct result of their impairment, they would lose marks
consistently, and in our opinion unfairly, for a reason related to disability.
We believe this would have a detrimental impact on specific groups of
disabled students such as those with specific learning difficulties and
Deaf/deaf students.
3.2.Certain groups of learners would be disadvantaged for reasons related to
their impairments if a wholesale competence standard was brought in
across the sector. For example, it is well established that dyslexic learners
have neurological differences which mean they have difficulties in
phonological processing10. This is a direct result of impairment which, as
illustrated in the widely cited case study of developmental phonological
dyslexia, is long term, significant, and has a detrimental impact on their
ability to carry out day-to-day activities as a student when undertaking a
course of higher education. They are therefore disabled as defined by the
Equality Act 2010. Even with reasonable adjustments such as the use of
spelling and grammar software, this impact cannot be fully alleviated
especially in situations in which time limits are imposed such as under
examination conditions. Imposing blanket policies which mean they would
be constantly assessed on a skill which is impacted by their impairment
would cause undue stress and impact on wellbeing as well as student
satisfaction.
3.3.The same issues relate to Deaf students whose first language is not English
or deaf students who, despite early use of hearing aids, will still be delayed
and impaired in their language acquisition and fluency.
3.4.The same issues relate to blind students who despite the use of assistive
technology have an impairment of vision which obviously impacts on the
speed and accuracy by which they can proofread a written script.

10

Snowling, M. and Hulme, C. (1989) ‘A Longitudinal Case Study of Developmental Phonological Dyslexia’. Cognitive
Neuropsychology 6(4):379–401. doi: 10.1080/02643298908253289.
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3.5.NADP believes that the issues described above, which impact on disabled
people for the whole of their lives, would be taken into account by
employers in relation to their duties under the Equality Act 2010. An
example given by one source during our research was of a blind colleague
always making sure that someone looked over their reports before they
were submitted to committees to ensure there was accuracy of SPG. This
was accepted by the blind employee and their colleagues as a reasonable
adjustment within the workplace.
3.6.Whilst reasonable adjustments can offer some help to groups of disabled
students to develop skills relating to the correct use of SPG, they do not fully
alleviate these issues. One example is giving extra time in examinations.
Recent research11 has shown that disabled students who were not given
extra time in examinations did significantly worse than non-disabled
students. Whilst the gap narrowed when disabled students were given extra
time, the difference compared to non-disabled students without extra time,
was still significant. This remained the case when percentages were analysed
and also when degree classification was examined. If the OfS imposes a
policy which means that SPG is considered a competency standard across all
courses, we believe this will have a detrimental impact on the OfS’s own
stated objective12 around narrowing the achievement gap for disabled
students on HE courses.
3.7.Evidence from our members suggests that prospective disabled students
and their parents are anxious about the skills being assessed at HE level
compared to school and college. If SPG was assessed in the ways being
suggested by the OfS we are concerned that this would affect applications
for, and therefore enrolments onto, HE courses of study by disabled

Duncan, H. (2021) ‘Equity or advantage? The effect of receiving access arrangements in
university exams on students with specific learning difficulties (spld)’. Unpublished PhD
thesis, University of Cambridge.
11

Gap in degree outcomes (1sts or 2:1s) between disabled students and non-disabled
students (HESA) - Office for Students
12
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students. This would have a detrimental impact on HEPs’ stated objectives
as laid out in Access and Participation Plans.
3.8.There is no distinction made in the report between assessment of
examination papers and assessment of coursework. NADP feels that this
ambiguity needs to be addressed by the OfS. Our members believe that
whilst disabled students may have access to reasonable adjustments such as
the provision of specialist tuition which allows them to address, to a certain
extent, issues related to poor SPG in coursework, during examination
conditions these types of reasonable adjustments are not available or
appropriate. Furthermore, the time limited aspect of an examination means
that there is very little time available for reviewing aspects of a script
relating to SPG, which leads to more stress for students whose disability
directly impacts on these skills. Non-disabled students do not have this
additional stress as they have acquired automaticity in reading13 and
therefore, proofreading for accurate SPG.
3.9.In line with the requirements of the Equality Act 2010 to implement
reasonable adjustments to the way in which they assess competence
standards, most HEPs allow disabled students to use assistive technology
within examinations. This usually amounts to the provision of a PC or laptop
with appropriate spellchecker software and sometimes dictation software.
These provisions also mean that the HEP must find separate rooms during
assessment periods. We are concerned that the requirements to assess SPG
across all courses and modules would result in many more disabled students
requesting these reasonable adjustments and that this would have a knockon effect in terms of additional resources required.
3.10.
Since the OfS report suggests that SPG should become a universal
competence standard of all HEP courses it could be interpreted that certain
reasonable adjustments would not be allowed during assessment. For
example, currently disabled students are allowed the use of a laptop or PC

Nicolson, R.I. and Fawcett, A.J. (2019) ‘Development of Dyslexia: The Delayed Neural
Commitment Framework’. Frontiers in Behavioral Neuroscience. 13:112. doi:
10.3389/fnbeh.2019.00112
13
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with spelling and grammar software available during examinations. If SPG
became a competence standard this would mean that they would not be
allowed to use this software since they would be required by law to
demonstrate their ability to meet this standard.
3.11.
Relatedly, we are concerned that the OfS report makes reference to a
policy at one HEP which suggests that students should not become too
reliant on technology when completing written work. Disabled students use
technology in order to meet the assessment requirements of their courses
and are reliant on this to ensure they have equitable outcomes from higher
education. The inference from the OfS paper is that using technology is not
good practice and we are concerned that HEPs would be encouraging
disabled students not to rely on the very technology which has been
designed to alleviate impairment and remove barriers to access. In addition,
this technology is often paid for through taxpayers’ money in the form of
Disabled Students’ Allowances. We also consider this recommendation, from
within the HEP policy, to contradict the skills required of today’s graduates
in terms of digitisation of the workplace and the increasingly networked
nature of learning and employment.
3.12.
In the same way that employers rely on the quality of graduates to fill
graduate level positions, HEPs rely on the quality of learners coming through
the education system and use entry criteria to assess this quality. Consistent
with this HEPs rely on the qualifications awarded to students within the
schools and colleges system by asking for GCSE grades 4-9 as standard for
the majority of courses. If students coming through the education system
with these qualifications are not capable of communicating effectively and
using correct SPG as required by the OfS, HEPs would need to vire monies
towards recruiting staff who would provide remedial lessons for these
students upon entry. We believe there is also a significant risk that some
HEPs might implement further testing regimes at the pre-entry stage and as
a result recruit from a smaller talent pool. Such strategies would run
counter to the OfS’s policies to widen participation as currently pre-entry
qualifications show inequalities in achievement in certain groups of
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learners14. These groups of learners are often those which the OfS explicitly
require HEPs to target for increased entry into HE.
3.13.
Relatedly, GCSE English is a commonly accepted benchmark
qualification for entry into HE. Since the OfS paper implies that these skills
are not evident in many English graduates, further investigation ought to be
focussed on whether the current examinations regime at GCSE level is fit for
purpose.

14

Do GCSE results reveal growing inequality in education? | UK News | Sky News
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