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Abstract 
 

Adults labelled as ‘having autism and learning disabilities’ in England receive the 

support of the social care system through the assistance of paid staff called ‘care and 

support workers’ or ‘personal assistants’. The market offers different kinds of training 

for care staff, such as Active Support, Person-centered Thinking and Planning, 

Positive Behaviour Support (PBS), Low Arousal Approach, and the SPELL framework, 

amongst others. As a systemically-oriented Counselling Psychologist, in this inquiry I 

critically reflect on the main approaches available and invite a shift from what in social 

care is called ‘person-centred’, to what I call a ‘relationship centred approach’. Through 

a relational ethnographic and fiction-based approach this study portrays different 

learning experiences, working alongside care workers and service users in different 

contexts. A collection of fiction-based composite case studies illustrates the 

complexities of such work involving personal, professional, and socio-cultural 

perspectives. The examples portray common scenarios from practice which most care 

workers will recognise. I use a range of systemic and counselling psychology practice 

theories to discuss the examples. This inquiry contributes learning to the field of 

professional support for autistics with learning disabilities by inviting examination of 

personal and professional experiences, stimulating professional debate, and 

generating knowledge in relation to working alongside care workers and their clients 

from a dialogical, relational, and social constructionist stance.  

 

Key words: autism, learning disabilities, intellectual disabilities, social care, care 

workers, support workers, training, person-centred, relationship-centred, systemic, 

relational, dialogical, relational ethnography, fiction-based research.  
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Prologue  
 

 

Figure 1: ‘The Puzzle’. Oil on Canvas (Urbistondo Cano, 2001)  

 

Dear Reader,  

Almost 20 years ago I painted ‘The Puzzle’. Expressionist painting was a hobby, I was 

living in Madrid and working in online information architecture. I think that through this 

painting I was trying to make sense of my new life as a migrant from Argentina living 

in Spain. Like many other thousands of compatriots, I ran from the economic crisis 

that merged the country into political and economic chaos. I was also looking for a 

new chapter in my personal and professional life and I think I found it when I started 

to work alongside people who were described as having ‘autism’. It always seemed so 

familiar to me. Perhaps because as a queer man being perceived as ‘different’ by 

heterosexist societies has always really been my ‘normality’. Over time I had the 

opportunity and privilege of working with organisations, families and individuals in 

Argentina, Mexico, and Spain. Later, coming to England added another layer to my 

own personal complexity. One day I realised that I was a person who was a foreigner: 

a “white non-European”, non-heterosexual, with English as a second language and 

who was working with autistics who had a diagnosis of learning disabilities. I shared 

with my clients at least a few things: we were within a minority, we were strangers to 

the mainstream culture, we struggle in understanding the British sense of humour, 
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social conventions, and some local ideas for example around personal space and 

touch. We also had an ‘extra passport’: mine indicated a different country to the UK, 

and although my clients were British, they needed a ‘communications passport’ (which 

is a tool commonly used in supporting people with learning disabilities) to go to a 

hospital. We were strangers in a strange land.  

The words that you will be reading in this piece of work are not generated by a machine 

or an ‘objective experiment’, so they are not isolated from who I am and where I am 

coming from. In Buddhism, we say that we are also our parents, who lived within us: 

my father who was a doctor and worked with disabled children, and my mother who 

was a schoolteacher. I am also my grandparents and their parents who were migrants 

from the south of Italy and the north of Spain and emigrated to Argentina, which at that 

time was the new land of opportunities.  

Because this inquiry is about ideas that I have developed and I am developing in the 

constant process of being and becoming, who I have been, who I have learned from, 

and who I have admired also seems relevant. When I came to the UK, I also brought 

with me my training and experiences from the Universidad de Palermo in Buenos 

Aires, and my systemic postgraduate studies at Escuela Sistémica Argentina, 

Fundación Centro de Estudios Sistémicos, and Hospital de Sant Pau in Barcelona.  

This dissertation is about people from all backgrounds and ages, who are called 

‘support workers’. They work with or alongside and spend time in homes or day centres 

with other people called ‘customers’, ‘clients’ or ‘service users’ who are ‘autistic and 

have learning disabilities’ and who are also from many different backgrounds and 

ages. This dissertation therefore is about people in relationships, we could call it 

‘support relationships’ or ‘care relationships’.  

Autistics with learning disabilities in England find that their support is established 

around the idea of ‘person-centred thinking and planning’. My invitation is to shift and 

complement the idea of person-centred to ‘relationship-centred’ because as human 

animals we live within relationships, with ourselves and others.  

This piece of academic and professional work is the result of countless conversations, 

readings, writings, exchange of ideas, and shared time with friends, colleagues, 

teachers, and examiners at the University of Bedfordshire, and also friends and 

colleagues from different work contexts over time.  
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Section 1: Dismantling autism and learning disabilities  
 

1. Introduction 

 
Summary:   

✓ In this first section I introduce the context for my inquiry by exploring definitions 

and descriptions in relation to autism and learning disabilities (LD) as well as 

what I call a spectrum of social narratives’.  

✓ I analyse the support available from Social Care in England for people with 

autism and learning disabilities through staff referred to as ‘care and support 

workers’ in what I call ‘an ecology of interrelationships in social care’.  

✓ I continue by exploring what providers of support services are warning to be ‘a 

crisis’ and I explore its potential impact on support workers as well as in their 

relationship with their clients.  

✓ Next, I develop an overview of the training market in autism and learning 

disabilities available for support workers in what I call ‘toolbox approaches’ and 

as a result, I make the case and invitation for what I am calling ‘a relationship-

centred approach for support workers’.  

✓ Finally, I highlight the research question, methodology and outcomes of this 

study. 
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1.1. Autism as a wide umbrella      
 

At the time I start to write this paragraph in August 2019 in England, I type ‘autism’ in 

the online search engine Google (Figure 2) and receive almost 220 million results in 

less than 1 second. The most frequent associated keywords include “autism in adults”, 

“NHS”, “causes” and “symptoms”. Although it seems a priority in searches by online 

users, in the UK less than 15% of research is focused on adults (MacLeod et. al, 2019). 

Research charity Autistica (2016) found that the question ‘What are the most effective 

ways to support/provide social care for autistic adults?’ was the third research priority 

according to a public opinion poll they had conducted. The National Health Service 

(2019a) established that one of its top four clinical priorities for the next decade is the 

improvement of its understanding of the needs of people with learning disabilities and 

autism.  

 

Figure 2: Typing ‘autism’ into Google. 

 

Around the same time, advocate Tom Clements writes an article for a mainstream 

British newspaper claiming that the term ‘autism’ has become too broad to have 

meaning anymore because to some people it ‘conjures an image of a socially awkward 

eccentric’, and to others it is a ‘profoundly life-limiting disorder’ and a ‘medical 
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disability’ (Clements, 2019). Autism clearly seems to be a wide social phenomenon, 

but what are we calling autism?   

According to the oldest autism charity in the UK there are 700,000 people labelled as 

‘having autism’ or ‘being autistic’ (National Autistic Society, 2019a). At the time of 

writing this piece of work, there is no national register or exact count kept of the number 

of people with the condition or those who identify themselves as ‘autistics’ (House of 

Commons, 2019).  

Autism is defined by the National Autistic Society (2019a) as ‘a lifelong, developmental 

disability that affects how a person communicates with and relates to other people, 

and how they experience the world around them’. American educator and autistic 

activist Nick Walker (2014) from the Neurodiversity Movement defines autism as a  

genetically-based human neurological variant” in which “the complex 

set of interrelated characteristics that distinguish autistic neurology 

from non-autistic neurology is not yet fully understood, but current 

evidence indicates that the central distinction is that autistic brains are 

characterized by particularly high levels of synaptic connectivity and 

responsiveness (Walker, 2014).  

As the voice of the mainstream medical discourse in relation to autism, the Royal 

College of Psychiatrists (2019a) defines autism as ‘a neurodevelopmental disorder 

that affects at least 1% of the population’.  They warn that there is an urgent need to 

improve the healthcare of people with autism, and emphasise that research shows 

autistic people die an average of 16 years earlier than the general population, this  

number increasing if the patient also has learning disabilities. This institution publishes 

an ‘Autism Toolkit’ on their webpage which is described as a ‘user-friendly guide to 
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autism’ (Royal College of Psychiatrists, 2019a). Some key numbers and statistics are 

as follows:  

▪ 35% of people with autism have epilepsy 

▪ 50% have also learning disabilities 

▪ 70% have additional mental health problems 

 

The Royal College of Psychiatrists also emphasise the ‘financial cost of autism’ (Figure 

3):  

 

Figure 3: A slide from a presentation by the Royal College of Psychiatrists (2019a).  

 

The psychiatric definition of autism as a disorder is established in two diagnostic 

manuals: the DSM-5 and the ICD-11. The DSM-5 (American Psychiatric Association, 

2013) is the diagnostic manual used by counsellors, psychologists, and psychiatrists 

to guide their diagnostic decision-making in the United States and uses the term 

‘Autism Spectrum Disorder’. The World Health Organisation (WHO) has developed 

the International statistical classification of diseases and related health 

problems (World Health Organisation, 2011): a medical classification list that contains 

https://en.wikipedia.org/wiki/International_Statistical_Classification_of_Diseases_and_Related_Health_Problems
https://en.wikipedia.org/wiki/International_Statistical_Classification_of_Diseases_and_Related_Health_Problems
https://en.wikipedia.org/wiki/Medical_classification
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codes for diseases, signs and symptoms, and in its last version updated the term 

‘Autism Pervasive Developmental Disorder’ to ‘Autism spectrum Disorder’ (World 

Health Organization, 2018a). ICD-11 provides detailed guidelines for distinguishing 

between autism with and without an intellectual disability, or learning disabilities. The 

DSM-5 only states that autism and intellectual disability can occur simultaneously 

(Autism Europe, 2018).  

 

1.1.1 Different narratives that construct what we call ‘autism’ 
 

As a systemic-oriented counselling psychologist, I engage in contexts of reflection 

about my practice (Schon, 1983). I understand my work as a flexible process that 

requires me to try to adapt to the uniqueness of each moment and each person that I 

work with. In the fluidity of the practice and from a postmodern perspective, I question 

what I and my clients are calling ‘reality’. In this process that involves reflexivity 

(Gemignani, 2016) I find different discourses and narratives revolving around the idea 

of autism. This is relevant because an ontology discourse will impose a reality and a 

truth (Barad, 2007). This means that there are many narratives that intend to be 

considered as ‘truths’ in relation to autism. Perhaps we could think of a spectrum of 

different epistemologies for making sense of autism. Whilst for some individuals, 

autism is a ‘disorder’, for others it is a ‘difference’. Whilst some people perceive autism 

as a ‘disability’, others emphasise that it is a cultural construct. Next, I will briefly outline 

some of these, with the risk of over-simplification:  

 

1) Autism as ‘a disorder’: in the 1940s, the clinical studies of Austrian-American 

psychiatrist Leo Kanner, and paediatrician and eugenicist Hans Asperger, were 

foundational in understanding autism from the medical perspective as a 

https://en.wikipedia.org/wiki/Pediatrician
https://en.wikipedia.org/wiki/Eugenics
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neurodevelopmental disorder (Feinstein, 2010). From a cognitive and behavioural 

perspective, autism is understood as a lack of socially significant behaviours and/or 

thoughts. Therefore, the autistic person ‘should learn missing skills’ and the role of the 

therapist is to apply techniques to correct distortions of thoughts, or re-framing limiting 

beliefs (Moat, 2013). From the perspective of Applied Behaviour Analysis (ABA) the 

role of the therapist is to systematically ‘apply interventions’ based upon the principles 

of learning theory to ‘improve target behaviours’ to a meaningful degree (Sulzer-

Azaroff and Mayer, 1991).  

 

2) Autism as ‘a disability’: psychoanalysis, the discipline developed by Austrian 

neurologist Sigmund Freud in the 1890s, understands autism as a type of psychosis 

in which the subject is defending from a world that presents as hostile, and it is a 

dysfunction of the tie of the child to his mother (Morilla, 2002). The therapy consists of 

supporting a "corrective symbiotic experience" and the therapist interprets mother-

child interaction to help the subject's ego to constitute itself (Morilla, 2002). Systemic 

family therapy intends to help people with psychological difficulties by mobilising the 

strengths of their relationships to make disturbing symptoms unnecessary or less 

problematic (Stratton, 2010). The systemic perspective questions the "narrative of 

autism", the construction of normative behaviours, and brings an interest to the 

relational space, seeing it full of possibilities to be co-created with individuals and 

families (Simon, 2016a).  

 

3) Autism as a ‘difference’: this idea is represented by the Neurodiversity Movement 

which has its origin in the term neurodiversity, coined by autistic Australian sociologist 

Judy Singer (1998, 2016). It presents itself as ‘an emergent paradigm which 



7 
 

Autism and Learning Disabilities: Developing a Relationship-Centred Approach for Support Workers in Social Care 
Francisco Urbistondo Cano 2021 - University of Bedfordshire - Professional Doctorate in Systemic Practice 

 

understands autism as a form of human diversity that is subject to the same social 

dynamics as other forms of diversity’ (Walker, 2016). It promotes the view of autism in 

social terms, and in terms of human rights and identity to accept, ‘rather than a medical 

collection of deficits to cure’ (Kapp, 2020). The Autism Rights Movement describes 

autism ‘as a way of being in the world that is not possible to separate from the person… 

The tragedy is not that we are here, but that your world has no place for us to be’ 

(Sinclair, 1993). From this perspective, autism is a neurodivergence and the medical 

and psychiatrist’s approach is denounced for reflecting cultural prejudice and 

oppression of those labelled as autistic (Walker, 2016).   

 

4) Autism as a ‘story’ and cultural construct: critical autism studies understand autism 

as a socially and culturally produced phenomenon and denounce the medical model 

that has produced a ‘perpetually marginalising approach to autism’ (Runswick-Cole et. 

al, 2016). Critical Autism Studies state that the diagnosis of autism and its spectrum 

is neither scientifically meaningful nor clinically useful (Timimi and McCabe, 2016). 

They also understand that the concept of autism does not appear to refer to a single 

distinctive psychological or neurodevelopmental disorder, and that there is no reason 

to believe that everyone with an autism ‘diagnosis suffers from one unique and 

identifiable disease or disability’ (Hasall, 2016).  

 

From a reflective practitioner’s point of view (Schön, 1983) we could understand these 

different narratives as ‘ways of thinking about autism’ and represent them in a 

spectrum (Figure 4). At one end of each narrative, autism is conceptualised as a 

product of internal causation, a biological entity inside the body, and specifically in the 
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brain. At the other end, autism is described as a product of language in a culture, in 

what we could call an ‘externally-led’ perspective. 

 

Figure 4: A visual representation of mainstream social narratives about autism. 

 

A good example of an internally led perspective is contained within a leaflet about 

autism (Figure 5) which explains autism as something that ‘makes the brain work in a 

different way’ (Leicestershire Partnership NHS Trust, 2015).  

 

Figure 5: Leaflet about Autism (Leicestershire Partnership NHS Trust, 2015). 
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These spectrums of narratives are relevant because from a social constructionist 

perspective, we can understand autism as a product of what Wittgenstein (1953 cited 

in Shotter 2005, p.11) refers to a ‘language game’ when he explains that our words 

only have their meaning in their context and use in the language. These narratives are 

embedded in the current social discourses and, as a result, in people’s everyday lives. 

Although my diagram portrays the four narratives as static, we could consider them as 

being fluid and evolving as culture and society evolves. It seems important to discuss 

how we use language in our linguistic practices (Simon, 2016b) because language is 

not innocent, and it has consequences in creating specific contexts. Beliefs and 

thoughts are shared in conversations and shape the way people relate to each other. 

For example, does the carer I am working with think that the person they are 

supporting has a ‘lack of skills’? Is it something internally wrong with them? or are they 

just a person who is different and has the right to exist just as they are? What is the 

impact of this in the way the parties perceive each other, and through their support 

worker-client relationship? We will return to these questions later.  

               

1.1.2. Selection and use of words and terms   

Throughout this dissertation I use different terms to refer to people who have a 

diagnosis of Autism Spectrum Condition (ASC) and Learning Disabilities (LD) and 

receive support from the Social Care system.  I also use different terms to refer to o 

the individuals who are hired to offer that support, and the companies for whom they 

work.  

According to Kenny et. al (2015) the term ‘autistic' is endorsed by autistic adults and 

their support networks. The term 'person with autism' is more often endorsed by 

professionals. In this context, I will use both terms, as well as those I find throughout 
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training and approaches, legislation, and research, which are: 'autistic person', 

'autistics with learning disabilities', 'people on the autism spectrum who have a learning 

disability', and 'people with learning disabilities'. I also use the terms 'clients', 

'customers', 'service users' and 'people who use services'. When I refer to the people 

who are hired to offer care and support, I use the terms 'support worker', 'support staff', 

'care worker', 'care staff', 'members of the care team', 'paid carers', 'personal 

assistants' and 'teaching assistants' (in the context of education). When referring to 

the companies who offer care and support, I use the terms 'provider', 'care provider', 

'company' and 'agency'.  

  

1.1.3. Ten years of policies for autistics in England  
 

At this point, I would like to share with you the wider context of policies and strategies 

in relation to autism in the UK. In 2009 the Government passed the Autism Act 

pledging to improve outcomes for people with autism and committing to produce a 

strategy for adults with autism (House of Commons, 2019). Ten years later, the 

National Autistic Society (2019b) found that two in three autistic people were still not 

receiving the support they need from the Government. The following diagram 

illustrates major policies about autism in England.  
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Figure 6: A timeline of 10 years of legislation about autism.  

 

In 2010, the government produced the first autism strategy for England, called 

‘Fulfilling and Rewarding Lives’. One of the key focused areas of the strategy was: 

✓ to increase awareness and understanding of autism amongst frontline workers 

and professionals, and  

✓ to improve access for adults with autism to the services and support they need 

to live independently within the community (House of Commons, 2019).  

In 2014, the Department of Health and Social Care published an update to the 2010 

autism strategy called ‘Think Autism - Fulfilling and Rewarding Lives, the strategy for 

adults with autism in England: an update’ (House of Commons, 2019). The document 

set out fifteen priority challenges for action from the perspective of people with autism 

and carers, with a focus on:  

✓ building communities that are more aware of and accessible to the needs of 

people with autism,  

✓ having ‘autism champions for change’, and  
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✓ promoting innovative local ideas, services, or projects through new models of 

care.  

In this context, the Government launched the Autism Innovation Fund to develop 

creative and cost-effective solutions and find new models of good practice. In the same 

year, the Government passed the Care Act 2014 that brought in new duties for local 

authorities with regards to care and support services in relation to adults with autism; 

in particular, to promote an individual’s wellbeing through the integration of care and 

support provision with health as well as support for carers (House of Commons, 2019).  

In 2015, the Government produced updated statutory guidance for local authorities 

and NHS organisations to support the implementation of the strategy (House of 

Commons, 2019). The first covered by the guidance was ‘training for staff who provide 

services to adults with autism’ (p.7). In the same year, the Government published the 

consultation paper called ‘No voice unheard, no right ignored: a consultation for people 

with learning disabilities, autism and mental health conditions’ (House of Commons, 

2019). The document examined how people’s rights and choices could be 

strengthened, and pointed out three key issues:  

✓ emphasising the idea of people in charge of themselves, rather than passive 

patients or ‘prisoners’ of a system,  

✓ inclusion and independence in the community; and  

✓ offering a ‘real person-centred planning with the individual themselves at the 

heart’. 

In 2016, the Department of Health and Social Care produced a paper titled ‘Progress 

Report on Think Autism: the updated strategy for adults with autism in England’ 

(House of Commons, 2019). The report summarised progress since the 2014 strategy 
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and set several new actions, focusing on education, employment, the criminal justice 

system and better data reporting. 

In 2019, the National Autistic Society (2019d) launched the ‘Not Enough’ campaign to 

demand better support and services for autistic people in England. The national charity 

demanded the Government should introduce specialist autism support in every council 

in England and ‘to give them the money they urgently need to fix the crisis in social 

care’. In this sense, an inquiry published by the All-Party Parliamentary Group on 

Autism (APPGA) and the National Autistic Society (2019d) with a survey of around 

11,000 autistic adults and their families in England found that:   

• 71% (2 in 3) of autistic adults in England are not getting the support they need. 

• 26% (1 in 4) of autistic adults need support to live more independently; however 

only 5% (1 in 20) get this. 

• While 20% (1 in 5) of all autistic adults need support with day-to-day tasks, like 

washing, cooking, and leaving the house; only 6% (just over 1 in 20) get this.  

 

1.2. People with Learning Disabilities  
 

According to the Foundation for People with Learning Disabilities (2019), 60% to 70%  

of people with autism have a learning disability (LD). The learning disability national 

charity Mencap (2019) has their own definition of learning disability as: 

a reduced intellectual ability and difficulty with everyday activities – 

for example household tasks, socialising or managing money – which 

affects someone for their whole life and with the right support, most 

people with a learning disability in the UK can lead independent lives.  
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The Royal College of Psychiatrists (2019b) advises that people with a learning 

disability ‘sometimes have problems with behaviour’ such as ‘hitting other people’ or 

‘being angry and screaming, and that the person might be prescribed medicine if they 

have a behaviour problem (Figure 7). The leaflet also points out that the person ‘could 

have treatment where (they) talk about things and have medicine as well’. 

 

 

 

Figure 7: Leaflet developed using ‘easy read format’ for people with LD.  

 

The National Health Service (NHS) (2019b) points out that there are around 1.5 million 

people in the UK who ‘have a learning disability’ and offers a definition:  

A learning disability affects the way a person learns new things 

throughout their lifetime and the way a person understands information 

and how they communicate. This means that can have difficulty with 

understanding new or complex information, learning new skills, and 

coping independently. 
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The NHS (2019b) also emphasises that a learning disability happens when a person’s 

brain development is affected before the person is born, during birth or in early 

childhood. It also points out that this can be caused by the mother becoming ill in 

pregnancy, problems during the birth, the baby inheriting certain genes from its 

parents, and that sometimes there is no known cause for a learning disability. The 

British Psychological Society (2019a) clarifies that ‘science has identified a wide 

variety of learning disabilities, all of which have an effect on the way a person 

understands, learns, and responds to information, as well as to their ability to process 

and communicate’ and explains that  

Learning difficulties caused by a particular type of learning disability can 

be classed as Mild, Moderate, or Severe. Individuals with a mild 

Learning Disability may be able to talk and function relatively easily and 

be able to look after themselves, however many of those with more 

severe disabilities may not be able to communicate or learn at all (British 

Psychological Society, 2019a).  

The British Psychological Society (BPS) (2000) also points out that there are three 

core criteria for learning disability: 1) Significant impairment of intellectual functioning; 

2) Significant impairment of adaptive/social functioning; and 3) Age of onset before 

adulthood. All three criteria must be met for a person to be considered to have a 

learning disability. One of the priorities of the BPS in terms of LD is the promotion of 

the STOMP project (British Psychological Society, 2019b). This is an initiative from 

NHS England that intends to reduce overmedication of people with autism, learning 

disabilities or both. Research commissioned by NHS England (2018) on the 

prescription of psychotropic drugs to people with learning disabilities found that:  
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• People with LD are prescribed medicines associated with mental health 

difficulties at a higher rate than the general population and in most cases with 

no clear justification.  

• Medicines are often used for long periods of time without adequate review.  

• There is poor communication with parents and carers, and between different 

healthcare providers.  

• The Public Health England report from 2018 estimated that up to 35,000 adults 

with an LD were being prescribed an antipsychotic, an antidepressant or both, 

without appropriate clinical justification. 

The STOMP programme promotes the improvement of awareness and use of the 

‘alternatives to medication’, which are predominantly psychologically-informed 

approaches (Figure 8). BPS encourages its members to influence and take a lead role 

in systemic changes in their teams, to reduce the likelihood of inappropriate 

prescribing, increase the robustness of medication review and improve the provision 

of the alternatives to medication (British Psychological Society, 2019b). 

 

Figure 8: Detail of a leaflet from the STOMP programme.  
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According to the Department of Health and Social Care, in 2019 there were 2,245 

patients with autism and learning disabilities within mental health inpatient settings in 

England (Department of Health and Social Care, 2019a). The government has 

committed to decrease this number by 50%, by 2024, and is promising new measures 

to improve care for people with autism and learning disabilities; for example, a new 

working group for learning disabilities and autism, and funding specialist advocates to 

review the care of patients in segregation or long-term seclusion.  

 

1. 3. An Ecology of Interrelationships in Social Care   
 

Thus far, I have shared some definitions about autism, learning disabilities, ideas and 

social narratives around these labels, and the context of policies, strategies, and 

health campaigns in the UK. Next, I will describe how social care supports people with 

LD and autism, in what could be referred to as a complex ecology.  

 

The starting point of this ecology is that adults with autism and a learning disability are 

considered ‘vulnerable’ members of society and receive the support of Social Care. 

The National Autistic Society (2019b) explains that once an individual is eligible for 

support, a social worker finds out ‘what she or he likes, and dislikes are and what type 

of support the person feels she or he would benefit from’. The social worker then 

develops a ‘needs assessment’ that intends to reflect what are ‘the needs’ of the 

person and in which areas of his or her life the person needs support, according to the 

perspective of social services. The outcome of this assessment of needs could be that 

the individual might require a few hours of support a week from a personal assistant 

(PA) for instance to learn to travel independently in the community, or 24 hours care 

every day in a residential setting in order to keep herself or himself safe. This is called 

https://www.gov.uk/government/organisations/department-of-health-and-social-care
https://www.gov.uk/government/organisations/department-of-health-and-social-care
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‘being person-centred’, and social services have a duty to work in this way. The 

individual could require supported living accommodation run by a care provider. These 

are companies who hire personnel called ‘care staff’ or ‘support workers’. Their main 

job is to help with aspects of daily life, such as organising and supporting social 

activities, helping them to get to work, college or university; helping with personal care, 

assistance with chores at home; learning life skills such as cooking or budgeting, and 

providing emotional support and befriending (Skills for Care, 2014).  An ecology of 

interrelationships (Figure 9) revolves around the person with LD and autism, referred 

to as ‘a customer’ or ‘service user’ in social care. Support and care workers are an 

essential part of this ecology of support.  

 

Figure 9: An ecology of support around an individual with autism and LD.  
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Anthropologist and psychologist Gregory Bateson (1972) understood ecology as a 

living pattern of relationships, a co-evolving set of relational dynamics between parts 

and a system, and an ecology of ideas. His daughter, the filmmaker and thinker Nora 

Bateson (2016) suggests that the concept of an Ecology of Mind could be thought of 

as ‘a thinking tool that allows ideas to be flexible and alive in relation to one another 

and the outside world’. We can apply the idea of an ecology of mind to the ecology of 

interrelationships in social care and perceive how larger systems interact around a 

person identified as service user. Nora Bateson (2016) emphasises the relevance of 

multiplicity as a product of a complex network of relationships that function 

interdependently. We can imagine the person with autism and learning disabilities at 

the centre of our attention, touching, and being touched by interactions with their family 

and relevant support network, their care and support staff, and the health and social 

care professionals who work with them. At the same time, we can think of care and 

support workers as part of that complex network of interdependent relationships as 

well as their own personal circumstances: their finances, the training they did or did 

not have available, their relationship with the wider organisation and how these 

impacts upon their support and relationship with their clients. Nora Bateson (2016) 

describes information about relationships through the concept of warm data and 

explains how learning together happens through interrelationships. But that is another 

story, which I will return to in chapter 3. Now, let us explore the wider context of the 

care workers and how they are supported by other systems.  
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1.3.1. Support from health and social care teams  
 

Individuals with autism and learning disabilities and their paid carers are supported by 

Community Learning Disability Teams (CLDT). These are multidisciplinary teams 

comprising of professionals from health and social care, for example: social workers, 

occupational therapists, physiotherapists, speech and language therapists, 

community nurses, clinical and counselling psychologists, as well as psychiatrists 

(Figure 10). CLDTs were established in the 1970s to provide inter-agency coordination 

to learning disability services (McGrath, 1991). CLDTs are defined as being 

responsible for direct service delivery and they engage in home visits to listen, advise, 

and resolve problems; offer assessments and care management functions and 

provision of a contact point for client and caregivers via phone or face-to-face (Brown, 

1990). 

 

Figure 10: A fluid ecology of interrelated support systems around the ‘customer’. 
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CLDTs provide education and advice to clients, families, carers, and other 

professionals (Slevin et al, 2008). In this context, the British Psychological Society 

(2017) states that counselling and clinical psychologists working with people with 

learning disabilities are doing ‘innovative specialist work and being inspired towards 

innovative ways of working with individuals who may have complex difficulties and 

very often dual or multiple diagnosis’. In this line, psychologists should work with 

providers and commissioners to provide care through a person-centred approach 

(Stalker and Campbell, 1998) and contribute to the improved effectiveness of services 

through process consultancy at systems level, peer consultation and supervision, 

leadership, and the promotion of effective roles for users and carers (British 

Psychological Society, 2011). From a critical reflexive perspective, Fook and Askeland 

(2007) work in consultation with social care professionals and they describe some of 

the complex tensions in this context in the sense that:  

1) Social workers construct a particular identity of the people they support. Autistic 

people with learning disabilities are considered as ‘disadvantaged’ or ‘vulnerable’ and 

carers and professionals assume that they are ‘victims’, relatively ‘powerless’ and 

have rights to assistance. Psychologists contribute to this co-construction of their 

clients with LD and autism.  

2) Health and social care professionals as well as support staff seem to have a task-

focused orientation. Their involvement starts when a service user and their support 

staff have a problem, an issue, and a referral is made, in which something needs to 

be resolved. This means an intention to ‘fix’ a situation by offering ‘answers’ to a 

problem situation, and they seem uncomfortable with allowing a person ‘to sit with’ or 

simply experience a difficulty or tension.  
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3) There seems to be a culture of ‘objectivity’ in which professionals and care staff try 

to avoid what is considered to be under the realm of the ‘personal’: judgements, 

emotional reactions, individual experiences, background and so on.  

 

4) There seems to be a procedural culture in which the practice is framed by increasing 

procedures and regulations. The manager’s main concerns are whether they follow 

procedures, and the tension between bureaucratic routines and professional demands 

often causes anxiety. The more social work is conducted according to procedures, 

rules, and risk assessments, the more it will reinforce anxiety about not performing 

them correctly. These ideas could be extended to management of support in private 

providers, that also needs to comply with procedures, rules, and risk assessments as 

they support adults who are considered to be vulnerable and many times at risk.  

 

1.3.3. A low wage model for a highly specialist workforce  
 

Social Care is described as the ‘Cinderella public service’ (Charlesworth, 2018) due 

to its historic lack of funding and has a 30% staff turnover, which is the highest in the 

UK economy (Skills for Care, 2019). This means that one in three workers leave the 

sector every year and this seems relevant because it directly affects the people who 

are being described as ‘vulnerable’ and who are meant to be supported by the care 

system.  

 

Social care is commissioned by local authorities on the assumption of National 

Minimum Wage/National Living Wage pay rates. In 2017/18, the National Living Wage 

was £7.50 per hour. The average hourly pay for care workers in this workforce was 

£9.81 in local authorities and £8.08 in the private sector. This represents on average 

https://www.theguardian.com/profile/anita-charlesworth
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a little less than what a team leader in a supermarket makes per hour (Job 

applications.co.uk, 2019). Therefore, a support worker of an adult with autism and 

learning disabilities might be in the same range of hourly pay as an employee in a 

supermarket in the UK.  

 

According to 80% of providers who participated in the All-Party Parliamentary Group 

(2019) on Social Care, report that low pay is the main barrier and challenge to 

recruitment. Providers also report that for as long as social care remains under an 

enforced low wage model, recruitment will continue to be challenging for many 

providers, especially those who support adults with complex needs or behaviours that 

challenge, a demand that continues to grow (All-Party Parliamentary Group on Social 

Care, 2019).  

 

In this context, autism charities and providers of residential care homes, supported 

living in the community and day services, also report to be a sector in financial crisis 

(Carter, 2017). Providers of specialised autism services argue that their costs are 

higher, their services are under-funded, they ask for recognition from both central and 

local government and argue that autism-specific support workers require expensive 

and lengthy training to cope with complex mental and physical challenges (Carter, 

2017). However, many local authorities state that they cannot afford to pay more (Hely, 

2017) although the Care Act requires local authorities to seek evidence that service 

providers deliver services through staff remunerated to retain an effective workforce 

and that remuneration must be at least sufficient to comply with the national minimum 

wage legislation for hourly pay or equivalent pay (Legislation.gov.uk, 2014). 
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1.3.4. Lack of training and supervision  
 

A survey of health and social care staff developed by Dillenburger et al. (2016) found 

a lack of knowledge and training with regards to autism, and that staff were trained on 

brief and basic awareness raising rather than on an in-depth understanding related to 

issues or skills for evidence-based practice.  

 

The forum at the All-Party Parliamentary Group on Social Care (2019) reports on a 

training landscape dominated by time-consuming and expensive inductions which are 

repeated due to a lack of standardised, portable, and immediately transferable 

qualifications. Training in England, including induction training, is employer-led and 

this leads to much variation in who provides training to care workers, when and where 

such training takes place, how it is delivered (online, using DVDs, face-to-face), the 

quality of learning experiences, how learning is assessed, and whether training 

achievements are certified (All-Party Parliamentary Group on Social Care, 2019).  

 

According to Skills for Care (2019) the most popular areas of current training are: 

• Moving and handling (74%),  

• Safeguarding adults (72%), and  

• Medication safe handling and awareness (66%).  

 

‘Off-the-job’ formal training is mostly concerned with health & safety and safeguarding 

issues, suggesting that employers are motivated by reducing potential liabilities in the 

event of errors or accidents. ‘On-the-job’ shadow-shift training seems to be an 

especially important practice within the sector, but it is under-recognised and under-
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researched (All-Party Parliamentary Group on Social Care, 2019). Workers’ abilities 

to train up their peers and new starters are not formally acknowledged or valued. 

 

A survey from Skills for Care (2014) found that 30% of support workers did not receive 

any training to prevent or to manage violent or challenging situations. From those who 

received a training in relation to that area (Figure 12), less than half of them were 

trained in risk management or working with people whose behaviour challenges.  Only 

18% of support workers received a training in Positive Behaviour Management, which 

is an approach recommended by the Department of Health and Social Care and NICE 

Guidelines (2015) when supporting people with autism and/or learning disabilities with 

behaviours that challenge.   

 

Figure 12: Results from a survey with care providers in relation to staff training.  

 

Skills for Care (2014) also found that less than 30% of care workers reported or 

discussed the most recent incidents of abuse or violence with their managers.  Some 

staff reported they would have liked more support from managers, training to help 
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prevent difficult situations, and counselling to manage incidents of abuse or violence, 

and to support them when something occurs. The survey also indicates that there is a 

lot of work which could be done to improve the safety and well-being of staff providing 

care and support, and that some staff are more likely to be exposed to particular types 

of abuse and violence than others (Skills for Care, 2014). In order to prevent and 

manage abuse and violence towards social care staff, the Skills for Care (2014) report 

suggests:  

• Effective management support and supervision.  

• Structured and sustained learning and development programmes – especially 

for those working with people with autism, people with dementia and people 

with a learning disability.  

• Clear systems for reporting and recording incidents which are well publicised 

to staff and monitored regularly.  

• Practical help when an incident occurs - from time out or a break to recover, to 

counselling and further training and development, and implementation of 

policies on abuse and violence at work.  

 

Learning disability national charity Mencap (2017) developed a survey for their ‘Treat 

me well’ campaign and found that almost 50% of health and social care staff 

respondents thought that a lack of training on learning disabilities might be contributing 

to avoidable deaths, and two thirds would like more training focused on learning 

disabilities. The Learning Disabilities Core Skills Education and Training Framework 

developed by Skills for Care (2016) identifies three different levels of skills and 

knowledge staff need to support people with a learning disability:  
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• Tier 1 - for roles that require general awareness of learning disabilities. For 

example: staff who may occasionally work with those with learning disabilities 

or autism, such as drivers and porters, and staff with occasional support roles.  

• Tier 2 - for roles that have regular contact with people with a learning disability, 

and whose interaction has a fundamental impact on the quality and type of care 

they receive. For example: clinicians and people providing direct support to 

people with a learning disability, such as support workers. This would require 

professional training and development appropriate for the specialised nature of 

the role.   

• Tier 3 – for staff working intensively with people with learning disabilities, either 

directly providing care and support for people with a learning disability, or 

through taking a lead role in decision making. These staff could have a practice 

leader and ‘champions’ role helping to train other staff within an organisation.  

 

The 2nd annual report of the Learning Disabilities Mortality Review Programme 

(University of Bristol and Norah Fry Centre for Disability Studies, 2018) recommended 

that mandatory learning disability training should be provided to all staff, delivered in 

conjunction with people with learning disabilities and their families. In response to that 

recommendation, the Department of Health and Social Care (2019b) opened a 

consultation to consider ‘how to ensure that staff working in health and social care 

have the right training to understand the needs of people with a learning disability 

and/or autism and the skills to provide the most effective care and support’ (p.6).   
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1.3.5. An initiative to professionalise social care workers 
 

Support staff in England do not need any qualifications to work in social care, and 

between 50-70% of care workers do not have a formal qualification. In the group of 

carers who are called ‘personal assistants’ (PAs) and work in people’s homes, 39% 

have at least an NVQ level 2 qualification (Skills for Care, 2017). A social care review 

called The Cavendish Report (2013) found that ‘too many workers do not see caring 

as a career, with opportunities to progress. The fragmented nature of the sector, lack 

of faith in qualifications and lack of portable skills do not help’ (Cavendish, 2013, p.5). 

The review recommended that employers could be consulted on the possibility of 

creating a career development framework for health and social care workers and that 

higher education institutions give more weight to the care field, so that talented staff 

can progress into therapy, social work, or nursing (Cavendish, 2013).  

 

The All-Party Parliamentary Group on Social Care (2019) found that the higher the 

quality of the training that care workers receive, the more care work will be given the 

state and respect it deserves. They suggest that if there is real scope for career 

development and learning new skills, and thus potentially improving their financial 

situation, then people will remain in the care sector. Another outcome of their study is 

to advise upon practicable policy recommendations through the professionalisation of 

social care workers by three pillars: elevation; registration and standardisation. At the 

core of their proposal, the report states that professionalisation means being ‘skilled 

both in terms of expertise and in relationship building’ (All-Party Parliamentary Group 

on Social Care, 2019).   
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In the recommended options for reform, the group suggests planning and developing 

a workforce strategy that includes a new standardised training and career 

development framework, and the consolidation of one single body; the funding 

allocation for workforce training in England (All-Party Parliamentary Group on Social 

Care, 2019). The report also states that the inability to access enough qualified, 

motivated, and values-based carers and nurses is the biggest single threat facing the 

sector (All-Party Parliamentary Group on Social Care, 2019). On the other hand, care 

workers have expressed their concern about gaining formal qualifications and 

anxieties about the range of competencies required. Fears about literacy and 

numeracy abilities may be an important factor. There is a view that qualifications may 

accredit existing practices, but they do not necessarily improve skills levels. Finally, if 

training is not certified, it may be regarded as worthless.  

  

1.3.6. Potential impact on the care relationship between support staff and their 

clients   

 

Hayes (2017a) suggests that due to the size, sophistication, and economics of the 

adult social care provision, it should be understood in industrial terms. We could think 

then of a complex ecology in the social ‘industry’ in which different contexts are 

interrelated and interdependent (Figure 13).  
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Figure 13: A social care ‘industry’. 

 

I argue that in this context there seems to be at least two main systemic issues:  

✓ From the perspective of the social care workers, a phenomenon that we could 

refer to as a ‘low wage and unskilled staff model’ that impacts upon the 

relationship between care workers, and their clients with autism and a learning 

disability.  

✓ From the perspective of the ‘service users’ or ‘customers’, NHS England (2018) 

developed its program to stop the ‘overmedication of people with learning 

disabilities, autism or both’ through the STOMP Programme.  

 

How could these two systemic issues be connected? What is the relationship between 

a low waged, unskilled and unsupervised workforce and their clients being 
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overmedicated? A staff survey conducted by Skills for Care (2014) reflecting the 

opinions of 1,300 social care staff indicated that verbal abuse (Figure 14) was the most 

widely mentioned type of incident in relation to people with a learning disability.   

 

Figure 14: Survey amongst care staff in social care.  

 

Physical assault was most frequently mentioned in relation to people with autism and 

people with a learning disability. Care staff also mentioned the following triggers for an 

incident of abuse or violence:   

✓ Misunderstandings and frustration.  

✓ Personal care activities.  

✓ Being refused a service. 

✓ The person receiving care and support not getting what they wanted.  

 

It seems relevant to point out that these four themes could be linked to relational issues 

and difficulties in the communication between care staff and their service users. For 

example: if there is a misunderstanding or frustration, could this be due to a message 
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not being effectively communicated? If service users are complaining about personal 

care, is the support worker not engaging in that activity in the expected way? If the 

client refuses a service, how is the invitation made by the care worker? If the client 

does not get what they want, is the support worker engaging in offering alternatives or 

explaining the rationale behind a decision?  In this context, if staff do not have access 

to training and supervision, they will not have opportunities to improve communication 

with their customer or client, and therefore their relationship. Ultimately, this could 

impact in the breakdown of that care relationship.  

 

Transforming Care (NHS England, 2017) is an initiative into the provision of care for 

people with learning disabilities and autism, challenging behaviour and/or complex 

needs. They suggest that mental health, challenging behaviour, and autism are the 

highest occurring condition, and that the 18-34-year-old cohort are at greatest risk of 

what it is called ‘placement breakdown’. Usually this means that the supported living 

provider cannot offer the service because it considers that it cannot meet the service 

user’s needs and lacks specialised support staff in relation to managing challenging 

behaviours also called ‘behaviours that challenge the system’.  

 

The second major issue in the complexity of this Ecology of Social Care is a concern 

raised by NHS England (2018) in relation to the overmedication of people with learning 

disabilities, autism, or both, though the STOMP Programme. What is the pattern that 

connects support workers earning low wages, limited access to training and 

supervision, and NHS England alerting that service users are being overmedicated? 
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And how are training and supervision part of the pattern that connect these two 

narratives? (Figure 15): 

 

Figure 15: Training and supervision in the Ecology of Social Care.   

 

Complex human systems are more about circularity and multiplicity of variables rather 

than lineal thinking, or cause and effect of limited variables. In the following section, I 

will explore some of the most relevant training courses available for support workers 

and providers. Later, I will offer some suggestions and ideas to incorporate into training 

and approaches to working with people with LD and autism.  

 

1.3.7. A set of ‘Toolbox’ approaches   

 

In an Ecology of Social Care, research that I have just explored in previous 

subsections suggests that care staff lack training in autism and learning disabilities, or 
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that they only have access to basic awareness training. However, many care workers 

receive training developed by the companies that hire them, and training available in 

what could be referred to as a ‘a market of training and approaches’ (Figure 16):  

 

 

Figure 16: A market of training and approaches in the Ecology of Social Care.  

 

Much of this training is endorsed by the National Autistic Society (NAS), the British 

Institute of Learning Disabilities (BILD) and/or the Department of Health. This training 

develops narratives that ‘construct’ people in the sense of associating values, beliefs, 

emotions, and behaviours. When exploring the training, I began to ponder the following 

questions:   

 

✓ How does the training describe itself? What are the main ideas, themes and 

keywords used?  
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✓ How is the ‘service user’, ‘client’ or ‘person who receives the support’ perceived 

by the support worker? What is the impact of this in how the support worker 

relates to them? 

✓ What expectations lie around the role of the care or support worker? How is this 

linked to the rapport of the care worker and their client?  

✓ What is considered relevant for the support? How is this associated with the 

support worker and service user’s working relationship?  

 

For example, during training in ‘managing challenging behaviours’ the focus is on 

detecting, monitoring, managing and changing dysfunctional behaviour. Care staff are 

asked to actively intervene to try to produce change in another person’s behaviour.  

 

From the service user’s perspective, they are being asked or challenged to do things 

in a different way. In training with a focus on ‘activities’ such as Active Support, the 

key seems to be keeping the person who uses the service as busy as possible. In 

training with the focus on ‘relationships’ such as Gentle Teaching, the aim of the 

support worker is to create a space in which their client can feel safe and valued. 

 

When exploring the different training approaches, I agree with Jackson (2011) that 

training usually seems to focus on instrumental and technical competences. In this 

sense, training appears to offer a compartmentalised view of what an issue or a 

problem is about, and how support should be delivered in terms of actions that the 

support worker needs to engage in so that they can manage it or fix it. I use the term 

‘toolbox approaches’ (Figure 17) to describe this training because a toolbox is defined 

as a box, usually compartmentalised, in which tools are kept (Collins Dictionary, 2019).  
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Figure 17: The ‘toolbox’ approach metaphor when describing training.  

 

 

Next, you will find a list of 20 sets of training and approaches related to Autism and/or 

Learning Disabilities (Table 1) which are:    

 

▪ Available in the ‘training market’ at the time of conducting this inquiry.  

▪ Reported by care staff and promoted by organisations and institutions in 

England and the UK.  

▪ Developed by universities, national charities, social care organisations, or 

consultancy companies.  

▪ Designed by health and education professionals, and delivered by 

professionals, experts by experience, or people with lived experience of autism 

to frontline care and support staff.  
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Training / 

approach and 

author/s  

Brief self-definition  

Narrative in relation 

to the service 

recipient  

Narrative in relation 

to the support 

worker 

 

1. Person 

Centred 

Thinking, 

Planning and 

Design (PCP) 

 

(Stalker and 

Campbell, 1998) 

 

 

Meetings and 
documents describe 
plans and actions 
about the life and 
future of the service 
user. These are co-
produced by the 
client, their family, 
friends, and care 
staff.  

Keywords: 
Plans, actions, life, 
future.   

 

The client’s life is 

planned because they 

are a person that 

needs their social and 

support network to 

contribute to a plan in 

relation to what is 

important in their life 

and for their future.  

 

Keywords:   

Plan, in need of 

support  

 

Care staff should 

follow actions from a 

PCP plan which are 

meant to fulfil the 

person’s needs for 

support.  

Care staff should 

update the PCP plan 

with a contribution 

from the social 

worker.  

 

Keywords:  

To follow a plan   

 

2. Positive 

Behaviour 

Support (PBS) 

 

(Carr et al. 2002; 

Gore et al 2013) 

 

 

 

An ‘ethical, tried, and 

tested approach that 

focuses on improving 

quality of life’ and 

recommended ‘to 

support people who 

display challenging 

behaviour’. It is also 

accepted 

internationally as best 

practice.  

 

Keywords:  

Quality of life, 

challenging 

behaviours  

 

The service user ‘lacks 

skills’ in terms of 

communication and/or 

behaviour, so they 

have to comply, to 

achieve and to learn 

target behaviours that 

are functional, socially 

accepted and relevant.  

 

Keywords:  

Skills training, 

compliance 

 

Support staff’s role 

includes implementing 

strategies and training 

their client to replace 

a dysfunctional 

behaviour for a 

functional behaviour 

that could be 

meaningful for the 

person.  

 

Keywords:  

Implementing 

strategies, trainer  

 

3. Active 

Support 

 

(Jones et al., 

2001; Mansell & 

Beadle-Brown, 

2004; Beadle-

Brown et al., 

2017) 

 

A method that turns 

person-centred plans 

into actions and 

enables people to 

engage in their daily 

life whilst promoting 

independence. The 

goal is to be a valued 

member of society 

and being accepted 

within the community.  

 

Keywords:  

Method, action, life, 

independence  

 

The person with 

autism and LD has to 

engage with staff in  

daily activities, learn 

and maintain skills to 

be more independent, 

and finally become 

valued and socially 

accepted by the 

community.  

 

Keywords: 

In need of 

engagement  

 

Care staff design and 

execute a daily action 

plan at home and/or in 

the community.  

Care staff’s job is to 

train the individual in 

skills and engage 

them in activities that 

are meaningful and 

have a social value.  

 

Keywords:  

Analyst and trainer  
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4. Intensive 

Interaction 

 

(Nind and 

Hewett, 1994; 

Caldwell, 1998; 

Caldwell and 

Horwood, 2008) 

 
An educational 
approach that aims to 
develop social, 
communicative and 
interaction skills that 
are considered 
fundamentals 
because they form 
the basis of all 
subsequent social 
skills and learning.  
 

Keywords:  

Communication, 

interaction skills  

 

The person with 

autism and LD is 

referred to as a learner 

of different strategies 

because their skills 

and engagement are 

underdeveloped. They 

also benefit from low-

arousal environments. 
 

Keywords: 

Learner, low arousal 

environments  

 

Care staff are 

expected to offer low 

arousal environments 

and train their client 

on social skills such 

as giving and sharing 

attention, turn taking, 

how to play, use and 

understand eye 

contact and facial 

expressions.  

 

Keywords:  

Analysis and training  

 

 

5. SPELL 

Framework: 

National Autistic 

Society  

 

(Smeardon, 1998) 

                                        
This is ‘a social valid 
mechanism to 
respond to autism’ 
and it aims to 
increase adaptive 
functioning, enhance 
quality of life whilst 
reducing problematic 
behaviours by 
applying five core 
principles.   

Keywords:  
Adaptive functioning, 
problematic 
behaviours, quality of 
life 

 

Due to their autism, 
the service user 
processes the world in 
a different way and 
benefits from the 
application of 5 
principles: structure, 
positive approaches 
and expectations, 
empathy, low arousal, 
and links with the 
community.   
 

Keywords:  

In need of upskilling  

 

Support staff must 
follow the 5 SPELL 
principles and have a 
pedagogic role which 
consists of increasing 
skills and reducing or 
eliminating 
problematic 
behaviours.  
 

Keywords:  

Applying principles 

and train clients 

 

6. Low Arousal 

Philosophy or 

Approach  

 

(McDonnell et. 

al,1994; 

McDonnell et. al, 

2002; McDonnell, 

2010, 2019) 

 

This is ‘a person-
centred, non-
confrontational 
method for managing 
behaviour’ which 
encourages stress 
reduction and de-
escalation through 
low intensity solutions 
and reflective practice 
by the care staff 
team.  
 
Keywords:  

de-escalation, low 

intensity, reflective 

practice   

 

 
The service user’s 
history is considered 
as they are described 
as being vulnerable to 
stress and demands 
from the environment, 
or as a person who 
has been previously 
traumatised by 
physical restraint 
approaches.  
 

Keywords:  

Vulnerability, trauma 

 
Staff must embrace a 
culture which 
promotes reflection on 
their contribution to 
behavioural incidents. 
Staff analyse, identify 
triggers, and apply 
strategies and 
solutions to calm 
down aggression and 
challenging 
behaviours.  
 
Keywords:  
Reflection, analyses, 
strategies  
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7. Gentle 

Teaching  
 

(McGee et. al, 

1987; McGee et. 

al, 2014).  

 

 
A methodology for 
teaching and 
sustaining a sense of 
companionship, 
connectedness, and 
community. It is a way 
of ‘being with’ 
marginalised people 
and ‘teaching them to 
feel safe, loved, 
loving, and engaged’.  
 

Keywords:  

Companionship, 

connectedness, 

community 

 
A service recipient is 
referred to as ‘a 
learner’, a ‘special 
friend’ and as 
someone who has 
repeatedly 
experienced 
disconnectedness, 
isolation, and 
loneliness; and who 
needs to feel safe, 
loved and connected.  
 

Keywords:  

Learner, special friend  

 
Carers and educators 
are taught that they 
themselves are 
instruments of peace 
and that they can 
learn to use ‘tools’ or 
instruments to 
connect and build 
relationships with their 
clients who are 
‘marginalised people’.  
 
Keywords:  
Teachers  

 

8. Responsive 

Communication  

 

(Caldwell et al., 

2019)  
 

 

 

Communication tools 

and support that use 

body language so that 

the person with 

autism has a 

meaningful point of 

reference and this 

can build emotional 

engagement. It also 

addresses sensory 

processing issues. 

 

Keywords:   

Body language  

The person with 

autism is described as 

suffering from 

‘disrupted cortical 

connectivity’ and 

sensory processing 

issues. Autism is 

referred to as ‘a 

problem caused by 

nerves in the brain’.   

Keywords:   

Sensory processing   

 

Carers and educators 

are ‘communication 

partners’ who offer 

communication 

support and respond 

with their body 

language, and 

intervene in the 

environment to reduce 

sensory overload.  

 

Keywords:   

Communication, 

partners 

 

9. Social Stories 

and Comic Strip 

Conversations  

 

(Gray, 1991)  

 

(Gray and 

Garand, 1993) 

 

Social Stories are a 

tool to present 

information in a way 

that people may be 

able to understand. 

Comic strip 

conversations are a 

visual representation 

of a conversation.  

 

Keywords:  

Communication, 

understanding, visual 

representation  

 

 

A service user has 

difficulties in their 

ability to gain 

information from their 

environment and they 

benefit from visual 

support to the 

exchange of 

information.  

 

Keywords:  

Information, visual 

support  

 

Support staff are 

referred to as 

‘authors’ and apply 

these tools to facilitate 

understanding and 

information 

processing, especially 

about social 

behaviours.  

 

Keywords:  

Authors, facilitate, 

social behaviours  

 

10. PECS 

 

PECS is a ‘unique 

augmentative and 

The person might lack 

skills to communicate 

Staff support are 

trainers as their role 
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(Bondy and Frost 

1994)  

alternative 

communication 

intervention package’ 

for individuals with 

autism spectrum 

disorder and related 

developmental 

disabilities. 

 

Keyword:  

Communication 

intervention  

through verbal 

language and is taught 

through physical 

prompts how to use 

pictures to 

communicate and get 

what they want more 

effectively.   

 

Keyword:  

Communication, 

physical prompts  

   

includes following a 

standardised protocol 

with different phases 

to train the person to 

communicate in a 

more functional way 

through the exchange 

of pictures.   

 

Keywords:  

Trainer, protocol, 

exchange  

 

11. Makaton 

 

(Walker, 1977; 

Makaton.org, 

2020) 

A language 

programme using 

‘symbols, signs and 

speech [to] help 

people to 

communicate’. It is 

designed to support 

spoken language and 

the signs and 

symbols are used 

with speech, in 

spoken word order. 

 

Keywords:  

Language programme 

The person with 

autism and learning 

disability might lack 

skills to communicate 

through verbal 

language, and benefits 

from having extra 

clues to language 

using symbols and 

sings to support their 

communication.  

 

Keywords: 

Communication  

Support staff’s role 

includes training the 

person with autism to 

communicate in a 

functional way 

through teaching sets 

of vocabularies of 

signs and symbols 

which provide extra 

support to 

communication.  

 

Keywords:  

Trainer 

 
12. Team Teach  

 

(Team Teach, 

2020)  

 

 

 

 

 

 

 

 

 
A ‘training system 
with practical 
solutions to support 
positive behaviour 
management’,whilst 
providing tools to 
understand 
behaviours and 
manage challenging 
situations.  
 
Keywords:  
Behaviour 

management  

 

 

A person’s behaviours 

are to be managed by 

the care staff including  

‘positive handling 

techniques’, which is 

direct physical contact 

from the carer to the 

person described as 

having behaviour that 

challenges. 

 

Keywords:  

Positive handling 

techniques  

 

Carers are trained in 

different levels of the 

training and they must 

apply a set of ‘risk 

reduction strategies 

and interventions’ 

which are supervised 

by an official Team 

Teach trainer.  

 

Keywords:  

Application of 

interventions   

13. MAPA  

 

(Crisis Prevention 

Institute, 2020; 

Community 

Training & 

A training program 
that teaches 
management and 
intervention 
techniques to help 
coping with escalating 
behaviour in a 

The person who 
receives the support is 
assumed to become 
more defensive and 
‘lose rationality’ as a 
crisis emerges. 
Interventions aim at 

Staff are trained in 

levels of interventions 

(non-violent crisis, 

verbal, advanced 

skills) to be aware of 

their position, posture, 
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Education 

Centre, 2020)  

 

professional, 
empathic, and safe 
manner.  
Keywords:  
Behaviour 

management  

managing risky 
behaviours.  
 
Keywords:  
Risky behaviours  

and proximity to the 

person they support 

and to decelerate an 

escalating behaviour.   

 

Keywords:  
Levels of interventions  

 

14. National 

Autistic Society: 

Online and 

offline trainings 

 

(National Autistic 

Society, 2020a, 

2020b) 

 
Different training 
focuses on 
understanding autism, 
communication, 
sensory experience, 
stress and anxiety; as 
well as specific 
contexts such as the 
police service, 
safeguarding children 
and women and girls.  
 
Keywords:  
Understanding autism  

 
 

 
A person with autism 
is described as having 
a developmental 
disability that affects 
how they communicate 
and interact with the 
world. A person with 
autism and learning 
disability is described 
as needing degrees of 
support.  
  
Keywords:  
Person in need  

 
Training participants 
are meant to 
understand autism, 
the difficulties faced 
by autistic people, 
strengths, and 
attributes, how to 
challenge stereotypes 
and make enabling 
environments.  
 
Keywords: 
Understanding 
difficulties  
 

 

15. Challenging 

Behaviours 

Foundation: 

Training for 

families, carers, 

and 

professionals  

 

(Challenging 

Behaviour 

Foundation, 

2020a)  

 

Workshops are 
delivered by a PBS 
trainer and cover non-
verbal communication 
methods, the use of 
communication 
passports, identifying 
triggers and develop 
positive behaviour 
support strategies.  
 
Keywords:  
Positive behaviour 
support strategies  
 

 

A person with autism 

and LD has difficulties 

with communication 

and displays 

challenging behaviour 

due to reasons that 

are expected to be 

found by participants 

of the training.  

 

Keywords:  

Displaying challenging 
behaviour  
 

 

Participants learn a 

combination of 

language, theory, and 

practice about 

behaviours with the 

goal of implementing 

strategies aiming at a 

change in challenging 

behaviours. 

 

Keywords:  

Behaviour change  
 
 

 

16. Pathway  

Associates 

 

(Pathway  

Associates, 2020)  

 

 

Training and 
consultancy to 
increase levels of 
independence, choice 
and control; to 
improve access to 
services as well as 
the quality of 
specialist services; 
and to influence 
policies.   
  
Keywords:  

Autistic people are 
hired part-time to co-
produce and co-
facilitate training to 
care staff and their 
managers. 'Experts by 
Experience' review 
and develop quality 
monitoring of the 
service.  

 
Keywords:  

Paid support staff, 
managers and 
commissioners are 
described as 
‘partners’, and 
considered enablers 
who can effectively 
facilitate inclusion of 
people in their 
communities.  
 
Keywords:  
Partners, facilitators   
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Independence  
 

Coproduction     
 

17. Orenda 

Training & 

Consultancy 

 

(Orenda Training 

& Consultancy, 

2020)  

 

   
Bespoke training and 
consultancy that 
involves people with 
lived experience of 
autism. Workshops 
intend to offer an 
understanding of 
autism and improve 
services and 
leadership in 
organisations.  

 
Keyword/s:  
Awareness and 
leadership  
 

 
People with an Autistic 
Spectrum Condition 
are described as being 
neurodiverse and 
‘being wired 
differently’. They co-
facilitate and co-
develop training by 
sharing personal 
aspects of their lives 
as people living with 
ASC.  
 
Keyword/s:  
Neurodiversity  

 
Participants are called 
‘people who work in 
human services 
organisations’. They 
are trained in a range 
of tools and strategies 
including the 
development of 
personal and 
interpersonal 
awareness.  
 
Keyword/s:  
Awareness  

 

18. Open Future 

Learning 

 

(Open Future 

Learning, 2020) 

 

An e-learning that 
offers stories, 
specialists, learning 
on demand, ‘action 
learning and blended 
learning’ and focuses 
on PCP, active 
support, challenging 
behaviours, and 
supported 
employment.  
 
Keywords:  

Major approaches  

 

People with autism 
and LD offer their 
perspectives in short 
films and training 
modules alongside 
professionals and 
experts from different 
countries. Stories 
reflect on the needs 
and lives of the people 
who are supported.  
 

Keywords:  

Life stories  

 

 

The learning disability 

workforce is invited to 

listen to stories, write 

down ideas and share 

reflections within their 

teams. Learners 

receive 

documentation and 

certificates once 

courses are 

completed.  

Keywords:  

Learners  

 

19. Greater 

Manchester 

Joint Training 

Partnership 

 

(Greater 

Manchester Joint 

Training 

Partnership, 

2020) 

 

 

 

 

 

 

 

 

Local authorities, 

providers, and 

individuals formed a 

consortium that offer 

co-produced training 

in relation to autism 

awareness, LD, 

supporting friends 

and relationships, 

good health care for 

PWLD, understanding 

behaviour, and 

forensic risk. 

 

Keywords:  

 

People with learning 
disabilities and autism 
have needs that 
should be met with 
providers of services. 
Individuals and their 
families are 
considered Experts by 
Experience and are 
engaged in the co-
production and 
evaluation of training.  
  
 

Keywords:  

People with needs 
 

 

Care staff receive 
subsidised training 
developed by local 
authorities, CLDTs 
and providers. Care 
staff are participants 
in the training and 
their aim is to be 
better able to meet 
the needs of PWLD 
and autism.  
 

 

Keywords:  

Meeting needs  
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Awareness, 
behaviours, forensic 
risk  

 

20. The Care 

Certificate 

 

(Skills for Care, 

2015; 2020a)  

 

 

 

A set of standards 
that ‘define the 
knowledge, skills and 
behaviours expected 
of specific job roles in 
the health and social 
care sectors’. It offers 
a definition of learning 
disabilities but does 
not mention autism.  
 
Keywords:  
Standards, 
knowledge, skills   

 

PWLD are described 
as having difficulties 
understanding 
information, learning 
new skills, 
communicating, and 
living independently 
because their brain 
development has been 
affected.  
 

Keywords:  

Difficulties  

 
Staff are expected to 
have ‘the right skills 
and knowledge to 
provide high quality 
care and support’ and 
to take part in learning 
and development to 
make sure they can 
carry out their roles 
effectively.  
 
Keywords:  

Skills and knowledge  

 

Table 1: Twenty sets of training and approaches about autism and/or learning disabilities.  

 

In the following sections, I will continue to elaborate ideas from this preliminary list. In 

the next subsection 1.2 titled ‘Literature Review’, I categorise, describe using 

examples, and appreciatively and critically analyse from a relational perspective this 

training and the approaches available for support workers. In subsection 1.3 ‘Autism 

and Learning Disabilities from a Dialogical, Relational and Transmaterial perspective’ 

I bring ideas and practices from systemic and postmodern thinking to this field and 

offer my own conceptualisations. Finally, in section 5, ‘Case examples and Discussion’ 

I offer a collection of fiction-based case examples with characters and scenarios that 

portray and discuss those conceptualisations through what I have termed a 

‘Relationship-Centred Approach’ for support staff in Social Care. This is my 

contribution to my field of practice and the core of my inquiry through this dissertation.  
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1.3.8. Ideas towards a relationship-centred approach for support workers  
 

Jackson (2011) argues that research should look for ways of improving the quality of 

care staff training programmes provide by focusing on strategies that develop 

essential expressive and relational aspects of care practice. Wilson et. al (2011) 

propose a model of relationship-based practice in social work in which the service user 

and social worker’s relationship is recognised to be the means by which any help or 

intervention is offered. The model of relationship-based practice recognises that: 

✓ Each social work encounter is unique.  

✓ Human behaviour is complex and multifaceted.  

✓ Integrated and psychosocial responses are essential to address social 

problems.  

✓ Human behaviour and the professional relationship are an integral component 

of any professional intervention.  

✓ The ‘use of self’ and the relationship as the means through which interventions 

are channelled is particularly emphasised.  

Haydon-Laurelut and Nunkoosing (2013) suggest that there is a need to include a 

focus on the relational aspects of the human work of caring for and supporting others. 

The authors argue this should include the development of hopefulness and accepting 

relationships with those they service. Haydon-Laurelut and Nunkoosing (2013) 

maintain that commissioners and inspectors of services should seek to ensure that 

staff in services are focused on issues of the staff-person relationship and that staff 

have access to:  

1) A basic awareness of the history of intellectual disability and intellectual 

disability work, highlighting the social constructions of disability and the stories 
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that are told in our culture about people with disability, and the roles of staff in 

their lives. 

2) Recognising different service cultures, fostering empowering cultures and 

addressing the risks of practices of punishment, control, and protection. 

A relationship centred approach could be thought of as a wider umbrella (Figure 18) 

that is able to integrate other more technical approaches or strategies to support 

people with autism and learning disabilities on a different level or dimension.  

 

Figure 18: An umbrella represents a higher and inclusive level of analysis. 

 

A relationship-centred approach could complement current mainstream social care’s 

approach called ‘person-centred thinking and planning’. A relational approach implies 

a movement that shifts the focus (Figure 19) onto the individual who has a diagnosis 

of autism and learning disabilities, and is referred to as ‘the customer, client, service 

user or recipient of service’; to the care relationship with the individual who is a ‘paid 
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care worker’, ‘support staff’ or ‘personal assistant’. A relational focus means moving 

from the individual deficit saturated narratives of the medical discourse of autism and 

learning disabilities, to a narrative in which mutual communication and understanding 

can be enriched. 

 

 Figure 19: A shift in the focus. 

   

A focus in the relationship allows possibilities for change and learning for both 

participants in the interaction. In this context, behaviours are not seen as individual 

symptoms but a result of relational contexts (Simon and Urbistondo, 2017). In focusing 

on the care relationship, I emphasise a series of theories and conceptualisations from 

social constructionism, systemic practice, and collaborative-dialogical approaches. 

These ideas have informed my work throughout different contexts and during my 

positioning as a Counselling Psychologist, which is at the same time part of a support 

system which includes people with autism and learning disabilities as well as their care 

and support workers. I developed the following diagram to describe the ideas, and the 
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self-reflexive questions which have helped me during that evolving process (Figure 

20):  

 

Figure 20: Theories and conceptualisations relevant to my practice. 

  

In the subsection ‘1.3. Autism and Learning Disabilities from a Dialogical, Relational 

and Transmaterial perspective’ I develop these conceptualisations and in section 5, 

‘Case examples and Discussion’ I offer a collection of composite case examples with 

characters and scenarios that portray and discuss those conceptualisations.  

 

1.3.9. Summary of the previous subsection  
 

I have developed ideas about the wider context of the assistance of people with autism 

and learning disabilities, supported by social care. In what I am calling an ‘Ecology of 

Social Care’ (Figure 21) I am inviting you to see the individual diagnosed with autism 

and learning disabilities and their interactions with a team of care and support staff, 

who are part of a bigger system of companies called ‘providers’ who offer care, and 
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who in turn are supported by community learning disability teams. These companies 

are regulated by different policies and legislations in relation to their care and support. 

Some staff have available training about autism and/or learning disabilities, and I have 

developed a brief description of twenty sets of training (See Table 1). This complex 

human system is part of a larger society and culture in which there seems to be 

narratives or stories about what we call autism and learning disabilities. In this context, 

I am inviting you to consider whether it would be relevant to focus the attention on the 

care relationship.  

 

 

Figure 21: A possible ‘Ecology of Social Care’. 
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1.4. The research focus and question of this study  
 

Aim: To develop a collection of stories that illustrate a relationship-centred approach 

for support workers in social care.  

 

Objectives:  

• To critically reflect on current training and approaches for support workers of 

people with autism and learning disabilities.  

• To conduct a relational ethnography portraying fiction-based stories in which I 

illustrate a dialogical and systemic approach to working with people with autism 

and disabilities. 

• To develop learning material which can be used to inform training curricula for 

care workers, or for counselling psychologists and consultants to support care 

workers. 

• To stimulate professional debate and to invite examination of professional 

experiences in relation to supporting care workers.  

 

1.5. Research methodology 

Working as a systemically-oriented Counselling Psychologist, my central focus is not 

only upon the individual who has a diagnosis of autism and a learning disability, but 

also upon their context in terms of relationships, interactions and languages that 

develop between individuals (Pote et al., 2001). This means that my focus is on the 

care relationship between the service user and their paid carers, and in co-creating 

different and alternative narratives: From pointing at a person ‘behaving in a certain 

way because they are autistic and have learning disabilities’ to a narrative that can 
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understand that ‘a person is responding to an interaction and is communicating to 

another person.’  Central to this inquiry is the development of a collection of stories 

that could illustrate a relationship-centred approach for support workers and be used 

as learning materials. 

In order to explore this phenomenon, I have chosen qualitative methods because they 

offer a set of interpretive and material practices that can make visible the world of my 

professional practice (Denzin and Lincoln, 2017). Ethnography is at the centre of this 

tradition and is defined by Fetterman (2008, p.1) as ‘the art and science of describing 

a group or culture’, because the ethnographer is interested in understanding and 

describing a social and cultural scene from an insider’s perspective. The ethnographer 

organises, interprets, and constructs information as text (Campbell and Lassiter, 

2014). Autoethnography (Ellis and Bochner, 2000; Holman Jones, 2005) seeks to 

describe and analyse personal experience (auto) in order to understand cultural 

experience (ethno). In this approach, the life of the researcher becomes a conscious 

part of what is studied and displays multiple layers of consciousness (Ellis, 2008). In 

this sense, Richardson (2000) uses stories to situate her work in socio-political, 

familial, and academic climates, and reminds us of the continual co-creation of the self 

and the social sciences. I will develop this study following a relational ethnography 

approach (Simon, 2013) which is a form of autoethnography that emphasises reflexive 

dialogical aspects of research relationships involving systemic and social 

constructionist theory (McNamee and Hosking, 2012) through understanding 

relational activities in terms of:  

A philosophical and ethical stance which embraces reflexivity, 

responsivity, transparency of the researcher(s), relational awareness 
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and dialogical coherence between that which is being researched and 

how research material is shared with others. It encourages an attitude to 

knowing based on a postmodern concern with what counts as 

knowledge; how, with and for whom ‘knowledge’ is produced and with 

what social consequences. It invites the researcher to work with a literary 

eye and ear in anticipation of reader-respondents (Simon, 2013, p.11). 

 

Essential to inquiry are the relationships that I have established throughout my career 

with the people I have worked alongside, or people I have collaborated with. For this 

reason, I have selected this approach to guide me along the process of this inquiry. 

Simon emphasises that relationality exists in every part of the research process 

(McNamee and Hosking, 2011 in Simon, 2013) and uses the term relational 

ethnography for speaking reflexively and dialogically about and from within 

relationships: from within the different voices of the researcher's inner dialogue, 

between the researcher(s) and other texts, between the researcher and others in outer 

dialogue, and between writers and readers of research writing.  

 

At the core of this inquiry are a series of fiction-based composite stories (Ellis, 2004; 

Leavy, 2013, 2018) inspired by my experiences, episodes, interactions, and situations 

throughout my career, and in my work with support and care staff of adults with autism 

and learning disabilities. The fiction-based stories with composite characters include 

ethnographic representations, writing conversations and creating scenes and 

characters (Goodall, 2000) based upon a selection of material that struck me as a 

social constructionist counselling psychologist, and which are useful as learning 

episodes. These stories illustrate the complexities of the work involved from a 
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personal, professional, relational, and cultural perspective. In this sense, I have used 

fiction-based research, a form of arts-based research which offers a way to explore 

‘topics that can be difficult to approach such as the complexities of the interactions in 

everyday life’ and that intends to ‘create new knowledge and a deeper understanding 

of experiences in a language that is more accessible to people than research 

published in academic publications’ (Leavy 2013, p.21). This is essential to me 

because my aim with this inquiry was to create training materials for support workers 

in social care, illustrating what I am calling ‘a relationship-centred approach’.  

 

1.6. Research design  

  
I developed a collection of fiction-based stories portraying typical scenarios across 

different settings. I wrote those stories inspired by, and drawing from striking episodes, 

meaningful interactions, and learning situations across my professional career as a 

systemically-oriented counselling psychologist working with people with autism and 

learning disabilities, together with their care and support staff.  

As this study is at the intersection of systemic practice and fiction-based research, I 

propose that this piece of work can be judged using two sets of criteria: Leavy's (2013) 

criteria for fiction-based research, and Simon's (2018) set of criteria for systemic 

practitioner research. I am discussing both sets of criteria in the Methodology chapter 

as well as in the Conclusion, the final chapter of this inquiry. 

 

1.7. Significance of the Research  

This inquiry adds value to the field of supporting people diagnosed with autism and 

learning disabilities from a dialogical, relational, and social constructionist perspective 

in the following ways:  



53 
 

Autism and Learning Disabilities: Developing a Relationship-Centred Approach for Support Workers in Social Care 
Francisco Urbistondo Cano 2021 - University of Bedfordshire - Professional Doctorate in Systemic Practice 

 

✓ Firstly, by contributing to insight into how counselling psychologists support 

care workers in working more effectively and sensitively with their clients.  

✓ Secondly, this study makes a contribution of novel content to complement the 

emphasis on method-led approaches by composing a collection of fiction-

based stories of reflective practice which will illustrate the intersection between 

personal, professional, relational, social and cultural dimensions of relational 

and material contexts. This will enable colleagues, service managers, 

providers, and support workers to be reflexive about the challenges of their own 

work to the degree that their experiences might relate to my own in the context 

of social care.  

✓ Thirdly, adapting suitable qualitative methods for this specific and assistive area 

of practice, in order to extend the range of research methods to the study of 

supporting care workers of people with autism and learning disabilities.  

✓ Fourthly, generating knowledge in relation to the support of care workers, 

contributing to the areas of supervision, training, and interventions.  

✓ Finally, the inquiry is expected to produce suggestions for policy in terms of 

supporting care staff of people with autism in statutory social care services. 
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2. A relational-intersectional perspective 
  

2.1. From ‘normalisation’ to ‘depathologisation’   

As a queer cisgender man who works with autistics who have learning disabilities, I 

have always felt moved when thinking and connecting the similarities in how LGBT 

people and autistic people want to achieve our basic human rights, for example the 

right not to be treated in an inhuman or degrading way (British Institute of Human 

Rights, 2021). In this sense, it is shocking to see how psychology as a discipline has 

been and is still instrumental in trying to eliminate or erase homosexual traits as well 

as autistic traits in people. 

 

Science has been trying to suppress homosexual and autistic traits for at least 50 

years. Behaviourist psychologist Ivar Lovaas tried in 1974 to attempt a “reparative 

therapy” for homosexuality and gender nonconformity to a young child in what was 

called the Feminine Boy Project (Pountney, 2018).  Lovaas is also the founder of 

Applied Behaviour Analysis, a behavioural approach to autism that aims to make 

autistics “indistinguishable” from the non-autistic population (Milton & Moon, 2012).   

 

The labels of homosexuality, transsexualism, and autism have shared the same space 

in different Diagnostic and Statistical Manuals of Mental Disorders. Although 

homosexuality was removed from the DSM in 1973 (Drescher, 2015) it took about 40 

years to remove transsexualism (sic) in 2012 (Heffernan, 2012) and another seven  

years to remove it from the World Health Organisation’s mental health manual called 

ICD-10. The neurodiversity movement continues to ask the psychiatric and medical 

https://www.ncbi.nlm.nih.gov/pubmed/?term=Drescher%20J%5BAuthor%5D&cauthor=true&cauthor_uid=26690228
https://www.glaad.org/blog/daniheffernan
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establishment to remove autism from the manual of psychiatric disorders by arguing 

that autism is not a mental health condition.   

 

In thinking about a possible common pathway, I’ve designed the following graph 

(Figure 22) to visually compare the LGBT and Queer rights movement and its 

particular social and cultural battle for trans rights, and how the neurodiversity 

movement continues to fight for autistic rights.  

 

Figure 22: From considering disorders to understanding diversity.  

 

The creation of the autistic pride movement takes some of its inspiration from the 

Queer liberation movement, as well as from the disability rights movement that started 

in the 1970s (Pountney, 2016). LGBTQ+ rights charity Stonewall continues to 

denounce that many lesbian, gay, bi and trans people are being poorly treated by 

health and social care services, including staff who believe that sexual orientation or 

gender dysphoria is something that can be ‘cured’ (Stonewall, 2021). In this sense, a 
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recent survey found that 5% of LGBT people have been pressured to access services 

to question or change their sexual orientation (Stonewall, 2021). LGBT people were 

more pressured if they were disabled (8%), young (9%), and of a Black, Asian and 

minority ethnic background (9%). Stonewall’s report found that 20% of trans people 

have been pressured to access services to suppress their gender identity when 

accessing healthcare services. In May 2021, the UK Government set out a plan to ban 

conversion therapy (UK Government, 2021a). Some trans individuals want to self-

identify as transgender without the validation of the legal and health systems (Amnesty 

International UK, 2020a). Other UK human rights organisations also speak out for 

trans equality and emphasise how dehumanising discussions and ‘debates’ lead to 

human rights abuses (Amnesty International UK, 2020b). At the same time, autistics 

denounce a ‘normalisation agenda’ that embraces the idea that autistic people could 

and should be ‘normalised’ (Labour Party, 2018).  

 

O’Brien (2021) suggests that LGBT+ people and autistics shared at least some 

experiences: their identity was or still is considered an aberration, there seems to be 

a lack of elders in their communities - as many have been institutionalised, harassed, 

or murdered- and society seem to have stereotyped and narrow representations of 

these communities still. Autistics and LGBT+ people report trauma and talk about the 

processes of coming out, a metaphor to describe self-disclosure, and masking, which 

refers to hiding aspects of one’s personality to conform to social pressures.  
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2.2. The performativity of “passing” to reach the norm?    

From my lived experience, I understand that some people seem to have internalised 

the ‘normalisation agenda’, and their goal is to pass as ‘normal’ as much as possible. 

Some autistics use the concept of “passing as non-autistic” or “masking” with a positive 

connotation in the sense of “camouflaging” and appearing normal to survive. 

(Autistictic, 2015).  Autistic and trans activist Felix Moore (2021) says that “autistic 

people spend their lives taught that the good autistic person is the autistic person who 

does not appear autistic”. Moore suggests that he has spent his life constructing a 

neurotypical mask to hide his autism because that is what he has been taught to do, 

but the same mask makes it difficult to have his autism recognised or to get the 

accommodations that he needs (Moore, 2021).  

 

The statement, “Oh, but you don’t seem autistic” (Paradiz, 2018) could be understood 

in the same semantic level as “Oh, but you don’t seem gay” (Things not to say to gay 

people, 2021). Some gay men refer to themselves as being “straight acting” or “masc” 

(abbreviation of masculine) to emphasise positively that they behave as “straights” and 

perhaps implying they are not feminine-acting men (Arana, 2019). For some trans 

people, “passing as” cisgender seems also seem a positive personal characteristic 

(Jacques, 2010). Are these gender and neurodiverse performances a survival 

mechanism? Is it that in the end, all we want is to feel that we are part of this global 

cis/heteronormative, white-led and ableist society?    
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Code-switching is a term created to refer to linguistics and how a speaker alternates 

between languages within a conversation (Ray, 2009). Since the 70s, some African 

American academics have referred to code-switching to describe relationships 

between people of colour—particularly Black people—and the colonial other (Harris, 

2019). Ray (2009) describes African American code-switching as a performance 

expression that is integral to the survival of Black people because it is a tool that allows 

minorities to blend into different social and professional situations. Demby (2013) 

argues that some people of colour feel the need to code-switch in more situations than 

white people because the unwritten rules of many social situations are dictated by 

white experiences. Butler (1990) introduces the idea that gender proves to be always 

a doing, a performance. Gender is performed through our clothes, shoes, hairstyle, 

body language, socialised behaviours, etc. Pountney (2018) wonders if autistics 

perform autism through clothes, shoes, hairstyle, selective shaving/trimming of facial 

and body hair, body language, and socialised behaviours?  

  

2.3. Some personal characteristics are protected by law  

Identity could be defined as “who a person is, or the qualities of a person or group that 

make them different from others” (The Cambridge Dictionary, 2021). Although there 

seems to be a component of identity that refers to differences from others, the 

etymology of identity refers to “sameness, oneness, state of being the same," 

(Etymonline, 2021). When discussing the identity of a person we might refer to 

different qualities or characteristics: their age, gender, sexuality, religion, culture and 

so forth. In the UK, the Equality Act 2010 (Equality and Diversity Forum, 2010) intends 

to offer protection against discrimination for certain groups of people based on 9 

protected characteristics:  

https://dictionary.cambridge.org/dictionary/english/person
https://dictionary.cambridge.org/dictionary/english/quality
https://dictionary.cambridge.org/dictionary/english/person
https://dictionary.cambridge.org/dictionary/english/group
https://dictionary.cambridge.org/dictionary/english/others
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● Sex 

● Age 

● Ethnicity/Race 

● Disability  

● Religion or belief  

● Sexual orientation  

● Gender reassignment  

● Marriage & Civil Partnership  

● Pregnancy and Maternity  

 

The Equality Act 2010 is the major equality law in Britain and brings together 9 big 

equality laws, about 100 smaller laws and over 2,500 pages of guidance and statutory 

codes of practice (Equality and Diversity Forum, 2010). The Equality Act 2010 sets out 

that when someone is disabled, they should be protected from discrimination. The 

definition of disability is quite wide (Citizens Advice, 2021):   

● You are disabled if you have a physical or mental impairment.  

● That impairment has a substantial and long-term adverse effect (at least a year) 

on your ability to carry out normal day-to-day activities.  

● An impairment doesn’t have to be a diagnosed medical condition. For example, 

suffering from stress and having difficulty concentrating - as well as physical 

impairments such as extreme tiredness and difficulty sleeping.  
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The Equality Act 2010 understands autism as a mental health condition and protects 

people with autism by proposing a legal obligation to make reasonable adjustments 

and not treat autistics less favourably.    

 

2.4. When personal characteristics intersect  

Cole (2014) argues that psychologists are more interested in the effects of some of 

these characteristics on people’s health and well-being, personal and social identities, 

and political views and participation. When these characteristics or categories of 

identity, difference, and disadvantage intersect, it is useful to turn to the term 

intersectionality (Crenshaw, 1991) that links identity with power.  Intersectionality as a 

term was originally used to show how black women experience racial as well as gender 

oppression (Crenshaw, 1991). Mahalingam (2007) understands intersectionality in 

terms of the interplay between person and social location, and its power relations. In 

this way, categories such as race, gender, social class, and sexuality do not simply 

describe groups but involve historical and continuing relations of political, material, 

and social inequality and stigma (Cole, 2014). As a result, categories are not primarily 

characteristics of individuals but structural categories and social processes. 

Intersectionality seems useful to frame a person’s circumstances and amplify their 

visibility and inclusion. For example, Dale (2019) who is autistic, trans, and gay, writes 

in her memoirs about her life at the intersection of transgender and autistic identities. 

She argues that this overlap was never explained to her by anyone in the medical field 

and this led to years of struggle because ‘there are guides out there for trans people, 

there are guides for coping with autism, but none for how to deal with living at that 

intersection’.  
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Walker and Michaels-Dillon (2015) have developed the term neuroqueer, which refers 

to a label of social identity as queer, black, deaf, or autistic. Neuroqueer as a verb 

means being neurodivergent and approaching one’s neurodivergence as a form of 

queerness (Walker and Michaels-Dillon, 2015). ‘Neuroqueerness’ promotes the 

engagement in practices intended to ‘undo’ one’s cultural conditioning toward 

conformity and compliance with dominant norms, with the aim of reclaiming one’s 

uniquely weird potentials and inclinations (Walker and Michaels-Dillon, 2015). 

However, being a minority within a minority can also intensify the potential mental 

health impact resulting from ‘minority stress’, or the difficulties of being part of a 

marginalised group (George and Stokes, 2018). When transferring the term 

intersectionality to understanding the lives of people with autism and learning 

disabilities, intersectionality allows us to explore different collective circumstances of 

individuals who are:  

● Black and brown 

● Women  

● LGBT+ 

● Older adults  

● Muslim or belong to a religious or cultural minority  

● Are described as having different level of cognitive abilities  

 

Born in the field of systemic theory, the Social Graces model is another term that could 

be useful to think about our complexities as people and our characteristics linked to 

our social and cultural contexts.  
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2.5. The Social Graces model  

The term social GGRRAAACCEEESSS (Burnham, 2012) is an acronym that 

describes 15 aspects of personal and social identity which afford people different 

levels of power and privilege: gender, geography, race, religion, age, ability, 

appearance, class, culture, ethnicity, education, employment, sexuality, sexual 

orientation, and spirituality. From the field of social care, Pierre (2020) argues that 

Social Graces is a tool that can allow us to name power differentials and then identify 

our prejudice, privilege, and use it to redistribute power. Naming power differences 

can invite service users, support workers and professionals working with them to share 

reflections on the social graces which they feel can influence their judgement of others. 

The graces in the list can be adapted to place, time, and culture. Birdsey and Kustner 

(2020) point out the limitations of the social graces:  

● Its restrictive linear nature is in opposition to the complexity of people’s lives.  

● It should be considered more like a kaleidoscope (Burnham, 2012) with the 

capacity to focus on multiple aspects of social difference, bringing them into the 

foreground in different contexts and at different times (Totsuka, 2014).  

● It should be considered in the context of power and privilege, diversity, and the 

commitment of therapists to social inclusion, with therapists enacting ethics 

rather than merely talking about them (Nolte, 2017).  

● It should include disability/disablism and impairment (physical as well as linked 

to mental health) as this would facilitate curiosity about structural and psycho-

emotional disablism and about the lived experience and the psycho-emotional 

impact of impairment (Jones & Reeve, 2014).  
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● It should also be extended to include anatomical differences, behavioural 

responses, and language, because communication differentiates and 

illuminates social group membership (Smith, J., 2016).   

 

2.6. The relevance of Intersectionality and Social Graces  

I am using intersectionality and social graces together to foreground some aspects of 

the personal and social identities of people with autism and learning disabilities. I 

expand the list to 13 categories in a specific order according to their relevance (Figure 

23). However, you could think of your own list with categories that are relevant to your 

context. For each category, I summarise an emerging amount of research available 

for some of the following areas:   

 

Figure 23: A possible map with aspects of personal and social identity.  
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1. Geography 

It matters if people live in the south or the north of England. There is a North-

South economic, cultural, and societal gap in which (Marmot, 2020): 

• People in the north are less healthy and die from heart, respiratory disease, 

as well as lung cancer earlier than people living in the south (Marmot, 2020; 

Bambra, 2021).  

People living with areas of income deprivation are also more likely to present serious 

mental illness, obesity, diabetes, and learning disabilities (Baker, 2019). 

2. Age 

People with learning disabilities live shorter lives. In what are absolutely 

shocking numbers for the UK as the 6th richest country of the world, the University 

of Bristol and Norah Fry Centre for Disability Studies (2021) report that:  

● Men with a learning disability die on average 23 years sooner than men in 

the general population, while women die 27 years sooner than the female 

population average. 

● The average age at death of people with a learning disability in 2020 was 61 

years. 

People with a learning disability who are most likely to die at age 18-49 years are 

(University of Bristol and Norah Fry Centre for Disability Studies, 2021): 

• People of Asian ethnicity. 

• People from Black ethnic groups. 

• People from mixed or more than two ethnicities. 

• People with severe learning disabilities. 

• People with profound and multiple learning disabilities. 

• People who had had their freedom taken away by the Criminal Justice 

System or by being in secure mental health services. 
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• People who had not had an annual health check in the past year. 

Older adults with autism are a neglected group (Boehm, 2013):  

● Most autism research has been focused on children, so there is little 

information about autistic adults and older autistic adults (Stuart-Hamilton et. 

al, 2009).  

● Older adults report high levels of anxiety, depression, are socially isolated 

and have difficulties sustaining employment and relationships (Stuart-

Hamilton and Morgan, 2011). 

• For many people, growing older means poor health, poverty and, in some 

cases, homelessness (Nuwer, 2020).  

3. Gender 

Women struggle to receive a diagnosis due to a diagnosis gap. The male-to-

female ratio is closer to 3:1 (Loomes et. al, 2017). However, females who meet the 

criteria for ASC are at risk of not receiving a clinical diagnosis (National Autistic 

Society, 2021a).  

 

Women with learning disabilities are dying 29 years before women in the general 

population and for men, it is 23 years (University of Bristol and Norah Fry Centre for 

Disability Studies, 2021).  

Women also tend to be less employed (5.2%) than men (6.6%) (National Health 

Service Digital, 2018; and tend to live in their own home or with family (77.8%) than 

males (76.9%) - (National Health Service Digital, 2018).  

Transgender and gender-diverse people are 3 to 6 times as likely to be autistic 

as cisgender people are (Warrier et. al, 2020). Research also suggests that:  



67 
 

Autism and Learning Disabilities: Developing a Relationship-Centred Approach for Support Workers in Social Care 
Francisco Urbistondo Cano 2021 - University of Bedfordshire - Professional Doctorate in Systemic Practice 

 

• Gender-diverse people are also more likely to report autism traits and to 

suspect they have undiagnosed autism (Warrier et. al, 2020).  

• Clinicians treating transgender and nonbinary individuals should consider 

whether their clients, especially those assigned female at birth, have 

undiagnosed autism (Stagg & Vincent, 2019). 

• Autistics are less susceptible to social pressure to conform so this resistance 

to social conditioning might play a role in the incidence of trans identity 

(Walsh et. al, 2018).  

 

4. Sexual orientation 

Autistic people are more likely to be sexually diverse (homosexuality, 

bisexuality, and asexuality) than the non-autistic population (George & Stokes, 

2018).  

The sexuality of people with learning disabilities continues to be taboo in a context 

in which:  

● People with LD often have incomplete or inaccurate knowledge of 

relationships (including LGBT+ relationships), sexual health and the legal and 

emotional aspects of sex (Jahoda & Pownall, 2014; Sinclair et al, 2015; 

Whittle & Butler, 2018). 

● People with learning disabilities experience bullying and harassment. Some 

people need to hide their sexuality to avoid expected negativity. (Rushbrooke 

et al., 2014). 

● Family members or service staff might not acknowledge the identities or 

relationships of people with LD (LGBT HIP and Lewis, 2015; Abbott et al. 

2005; Harflett & Turner, 2016). 

● Support workers see their role as limited and report a lack of guidance on 

what they can and cannot do or say in relation to supporting sexuality 

(Mencap, 2021a).  



68 
 

Autism and Learning Disabilities: Developing a Relationship-Centred Approach for Support Workers in Social Care 
Francisco Urbistondo Cano 2021 - University of Bedfordshire - Professional Doctorate in Systemic Practice 

 

● There seems to be a tension between trying to enable positive relationships 

and trying to protect the autistic person with a learning disability from abuse 

or exploitation (Harflett & Turner, 2016; Maguire et al., 2019). 

 

O’Brien (2021) speaks from her lived experience as an autistic and bisexual woman. 

She reports that bisexuals are less valued as partners due to biphobia in the LGBT+ 

community. Bisexuals are told that they are confused, they are fake, they are not to 

be trusted. O’Brien (2021) reports that her queerness and her autistic experience 

have been described by professionals as “behavioural choices” that she could 

change, but this is based on stereotypes. 

 

5. Relationships and marital status  

People with LD report that they feel lonely and want to have friends and a 

relationship:  

● Almost 80% of disabled people aged 18-34 reported feeling lonely (Sense, 

2017).  

● 50% of people with a learning disability experience chronic loneliness 

(Gilmore & Cuskelly, 2014). 

● 23% say they feel quiet or very lonely on a typical day (Sense, 2017).  

● 6% of disabled people have no friends at all (Sense, 2017). 

● Just 3% of adults live as part of a couple, compared with 70% of the rest of 

the population (Mencap, 2021).  

● Loneliness is associated with physical and mental health problems and 

poorer quality of life (Gilmore & Cuskelly, 2014). 

People with learning disabilities experience many barriers in developing and 

sustaining intimate relationships (National Development Team for Inclusion, 2019) 

such as:  

● Limited opportunities to meet potential partners. 
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● Sometimes staff and family members prevent people from being in a 

relationship or make it very difficult to stay in a relationship. 

● People with learning disabilities are sometimes not treated as adults who 

have the right to relationships by people around them.  

● Some services do not give staff training on how to support people in intimate 

relationships. 

● People with learning disabilities themselves have limited knowledge about 

sexuality and keeping safe. 

● Intimate relationships are not seen as a priority when commissioning services 

unless there are concerns about risks and safeguarding. 

 

6. Appearance and anatomical differences 

There seems to be an opportunity for research in the following two questions:  

● How are the experiences of people with a learning disability who are 

perceived by others as less able or more disabled?  

● How are the experiences of people who are described as having different 

“levels of learning disability”? Such as mild, moderate, or severe. 

Kamstra et al. (2015) report that people with profound and multiple learning 

disabilities (PMLD) have smaller social networks, which consist mainly of family 

members. The friendship needs of people with profound and multiple learning 

disabilities (PMLD) are often ignored, perhaps due to their communication 

difficulties. 

7. Impairment (Physical and psychological) 

50% of people with learning disabilities have a comorbid physical health 

condition: this means it occurs at the same time due to a combination of factors 

(National Institute for Health and Care Excellence, 2020): 
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● Increased rates of obesity and of being underweight due to dietary factors, 

lack of physical exercise, and difficulties accessing healthy lifestyle advice 

and support. 

● Increased risk of epilepsy compared to general population rates. 

● Increased risk of dysphagia leading to eating and drinking problems and 

aspiration pneumonia. 

● Increased rates of visual and hearing impairment. 

● Increased rates of constipation, dyspepsia, thyroid disorders, eczema, and 

Parkinson disease or Parkinsonism compared to rates in the general 

population.  

● Difficulties accessing healthcare and communicating needs. 

40% of people with learning disabilities experience mental health problems. 

These can include anxiety, depression, phobias, psychosis, bipolar disorder, and 

schizophrenia. There is a higher rate of dementia (22%) in people with learning 

disabilities compared to 6% in the general population. Dementia is particularly 

prevalent in people with Down's syndrome with an earlier onset than in the general 

population. 

The Office for National Statistics (2021) reports that:  

● Disabled people (aged 16 to 64 years) average well-being ratings in the UK 

are poorer than those for non-disabled people for happiness, worthwhile and 

life satisfaction measures.   

● Disabled people report higher anxiety levels than non-disabled people (4.47 

out of 10, compared with 2.91 out of 10 for non-disabled people). 

8. Ability, language, and behavioural responses 

There seems to be an opportunity in research to explore the links between people’s 

ability, language skills and their perceived behavioural responses. In this sense:  

● People with mild/moderate learning disabilities are more likely to undertake 

education, training (Emerson & Hatton, 2008). Perhaps these skills are 

associated with having more opportunities in the job market.  
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● People with profound and multiple learning disabilities and people with severe 

learning disabilities tend to attend a day centre (Emerson & Hatton, 2008).  

● Autism research focuses only on the more able end of the spectrum (Russell 

et. al, 2019). However, around 50% of autistic people have a learning 

disability, compared with just 1% of people without autism.  

● Autistics with a learning disability represent a “harder to reach population” 

and are massively under-represented in research (Russell et. al, 2019). 

● A severe learning disability increases the risk that of a person presenting 

“behaviours that challenge” linked to difficulties with communication.  

● 30% of autistics speak few or no words. 

For people with learning disabilities who are described as being in contact with the 

forensic and criminal justice system due to their high-risk behaviours, the 

Foundation for People with Learning Disabilities (2012) indicates that:  

● At least 7% of adult prisoners have an IQ under 70.  

● 25% have an IQ under 80.  

● 60% of prisoners have problems with communication.  

 

Prisoners with learning disabilities are five times more likely than other prisoners to 

experience control and restraint, three times more likely to experience segregation 

and three times more likely to have depression or anxiety. 

According to the Royal College of Psychiatrists (2014) there are almost 3.000 

persons with learning disabilities in secure settings:     

● 48 high, 604 medium and 1741 low secure beds. 

● 345 forensic rehabilitation beds for people with learning disabilities in 

England. 

9. Race and ethnicity 

Black autistics with LD are stereotyped. McEwen (2021) denounces how black 

autistic men with learning disabilities suffer from being stereotyped, as well as being 
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perceived with bias and prejudice because their colour is more recognised than their 

diagnosis and needs:  

● Black autistic men with LD are stereotyped as threatening, which can have 

grave consequences for interactions with police, with the prison, the court 

system and probation services, as well as mental health services.  

● If they are tall, this might constitute a barrier and a negative physical attribute.    

● Antipsychotic medication is used to “turn the black autistic man into a zombie” 

and shut down their physical attributes (McEwen, 2021).  

Research also indicates that people from Black and minority ethnic groups tend to 

have poorer socioeconomic circumstances and the worst level of low satisfaction 

with life (Public Health England, 2017).  

Black people are more than four times more likely to be detained under the Mental 

Health Act and more than 10 times likely to be subject to a community treatment 

order (Mohdin, 2021).  

People with LD from black and ethnic minority communities are doubly 

disadvantaged and any strategy addressing their needs must include specific 

service objectives encompassing both race and disability (Baxter et. al, 1990). Black 

and BAME communities report barriers in accessing services (National Autistic 

Society, 2014, 2021b):  

● The process of getting a diagnosis is described as more challenging.   

● Schools can fail to spot autism due to incorrect assumptions about a child’s 

behaviour or language abilities. 

● Sometimes it is difficult accessing support services as information is often 

only available in English and professionals use jargon.  

Some families feel that professionals could be patronising, lacking in cultural 

understanding, and as a result, they might not feel confident dealing with 

professionals. 

10. Class and culture 
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Disabled people are more likely to live with poorer living standards. The 

National Institute for Health and Care Excellence (2020), a person with a disability 

is more likely than a person in the general population to:  

● Live in housing that is rented and/or overcrowded and/or of a poor standard 

— around 60% of children and young people with learning disabilities live in 

poverty. 

● Be exposed to tobacco smoke. 

● Be bullied and/or physically, sexually, or emotionally abused — children with 

a learning disability are often socially excluded and 8 out of 10 are bullied. 

● Have less social support. 

According to the Office for National Statistics (2021):   

● Almost 25% of disabled adults rented social housing compared with almost 

8% of non-disabled people.  

Disabled people were significantly less likely to own their own homes (40.9%) than 

non-disabled people (53.4%).   

 

11. Education 

People with a learning disability are less likely to have access to education. 

A survey (Emerson and Hatton, 2008) found that:   

● Only 1 in 3 people (36%) were undertaking some form of education or 

training. It was higher among people with mild/moderate learning disabilities 

(36%) and people with severe learning disabilities (38%) than among people 

with profound and multiple learning disabilities (14%). 

● 1 in 3 people (39%) attended a day centre. It was higher among people with 

profound and multiple learning disabilities (66%) and people with severe 

learning disabilities (49%) than among people with mild/moderate learning 

disabilities (24%). 
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According to the Office for National Statistics (2021): 

● Disabled people are significantly less likely to obtain a degree and 

significantly more likely to have no qualifications than non-disabled people.  

● 23% of disabled adults (not including people with a learning disability) have 

a degree, compared with almost 40% of non-disabled people. 

15% of disabled adults (not including people with a learning disability) had no 

qualifications, which is almost three times the proportion of non-disabled people 

(5.4%). 

12. Employment 

People with a learning disability are less likely to have a job:  

● Only 6% of adults with a learning disability known to their local authority in 

England are in paid work (National Health Service Digital, 2018). 

● Only 17% of all adults with a learning disability in England are in paid work 

(Emerson and Hatton 2008). 

● Only half of the disabled adults (52.1%) in the UK are employed, compared 

with around 8 in 10 (81.3%) for non-disabled people (National Health 

Service Digital, 2018). 

● Only 21.7% of autistic people are in employment, this is the lowest 

employment rate. 

● Adults with ASD who are employed need support in terms of greater 

awareness in the workforce; advocacy; and social skills training (Stuart-

Hamilton et. al, 2009). 

● People who suffer long term unemployment have higher mortality rates than 

those in employment. 

White people, married men, people with no disabilities and those with higher 

qualifications have higher employment rates than minority ethnic groups, women, 

lone parents, and people with disabilities. 
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13. Religion and spirituality 

Some communities report stigmatisation and lack of support (National Autistic 

Society, 2014):   

● Disability can be stigmatised in some communities and sometimes blamed 

on parents.  

● Some families report a lack of support from faith groups.  

● Other families reported feelings of blame and shame and could lead to 

parents, carers and siblings missing out on support and becoming socially 

isolated.  

 

 

2.7. The new national strategy for autistics in England  

In July 2021, the UK government (2021b) launched its new national strategy for autistic 

children, young people, and adults (2021 to 2026) for England. The strategy is the 

result of a public call for evidence that took a year to develop and received 2,700 

responses. The strategy defines 6 priority areas to work on: 1) Improving 

understanding and acceptance of autism within society; 2) Improving autistic children 

and young people’s access to education and supporting positive transitions into 

adulthood; 3) Supporting more autistic people into employment; 4) Tackling health and 

care inequalities for autistic people; 5) Building the right support in the community and 

supporting people in inpatient care and 6) Improving support within the criminal and 

youth justice systems. Although the strategy does not mention intersectionality, the 

priorities areas could be linked to some of the themes or categories from personal and 

social identities that I have previously highlighted: autism in women and girls, LGBT+ 

people, autistics from ethnic minority groups, education, employment, impairments 

(physical and psychological), and the category that includes ability, language, and 

behavioural responses.  
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2.8. Intersectionality and care workers  

In England, 10% of the population are employed in the NHS and social care. More 

than 1 and a half million people work in social care and 660,000 people are part of the 

learning disabilities and/or autism workforce in 2019/20 (Skills for Care, 2021). 59,000 

were in the local authority sector and 600,000 were in the independent sector. It is 

largely a female workforce (Figure 24), almost half of them work part-time, and present 

the following characteristics:  

 

 

Figure 24: Numbers reported by Skills for Care (2021) 

 

Although the adult social care workforce is primarily female, only 33% had managerial 

roles (Skills for Care, 2021). From a gender and class perspective, law professor Lydia 

Hayes (2017b) argues that the low pay, poor status, and lack of respect experienced 

by care staff is due to the fact that this workforce is mostly female and working class. 

Hayes states that care staff are victims of what she terms ‘institutional humiliation’: a 

‘process in which women who make their living by providing care in other people’s 
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homes are widely judged to be inferior participants in the labour market’ (Hayes, 

2017b). These judgements are legal, managerial, political, and cultural, and find 

expression in poverty pay, disrespect and low social status. Hayes (2017b) 

understands many of the failings of Britain’s care services for older and disabled 

people are a result of a process of institutionalised humiliation in which age-old sexist 

ideas about the inferiority of women are reinforced and reaffirmed as sexist ideas and 

the inferiority of homecare workers.  

 

Thirty years ago, Baxter et. al (1990) found that black and ethnic minority people tend 

to occupy lower positions where they are employed, being over-represented in low-

status work and specialities, and under-represented in high status and managerial 

roles (Pearson, 1985). Black, Asian, and Minority Ethnic (BAME) workers made up 

21% of the workforce in social care and this is more diverse than the overall population 

of England (14%). Workers from Black/African/Caribbean/Black British backgrounds 

(12%) accounted for over half of the BAME adult social care workforce, and this 

compares to 3% of the overall population of England. Black and ethnic minority staff 

working with people learning disabilities identified several issues of concern (Baxter 

et. al, 1990):  

• Challenging the racism of white clients and their parents. 

• Poor promotion prospects for staff who challenge the system. 

• Managers may not be supportive of antiracist training.  

• Difficulties to establish their own cultural identity within a white institution. 

 

The Equality and Human Rights Commission (2021) is developing an inquiry about 

racial inequality in health and social care workplaces. EHRC states that ethnic minority 
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groups are over-represented in lower-paid roles and wants to understand the 

experiences of ethnic minority people during the COVID-19 pandemic. Particularly, 

how ethnic minority health and social care workers’ treatment during the pandemic 

has been influenced by their race, employment status, immigration status, and working 

conditions. Skills for Care (2021) also found a lower prevalence of disability among 

workers, at only 2%. Sexual diversity is not included yet in the research that Skills for 

Care conducts. 

 

2.9. A relational intersectionality-social graces perspective  

When working with people on the spectrum who have a learning disability, it is 

important that staff appreciate the interconnecting aspects of a person that make up a 

whole self, not just a superficial cluster of diagnostic categories. It is important that 

staff understand how each of these identities or areas of life experiences are also a 

context for one another and are impacted on, separately and together, by external 

contexts. When working with another person, staff are part of the care relationship with 

their personal characteristics and aspects of their identities. Perhaps we could be 

useful to think about a relational-intersectional perspective (Figure 24) that includes 

social graces and that allows reflecting at least on 4 questions: 

1) How can staff be responsive to understanding and reflecting on the 

intersectional aspects of their clients concerning their needs, wants and 

wishes?  

2) How can staff be responsive to understanding their intersectional aspects 

interacting to their client’s intersectional aspects?  

3) How different contexts can foreground or background any of these personal 

characteristics and intersections in clients as well as in their staff?  



79 
 

Autism and Learning Disabilities: Developing a Relationship-Centred Approach for Support Workers in Social Care 
Francisco Urbistondo Cano 2021 - University of Bedfordshire - Professional Doctorate in Systemic Practice 

 

4) How can we include references to the observer who is making a specific 

punctuation and who might be producing a narrative in which some aspects of 

the person they work with are foregrounded over other aspects? This seems 

important in the context of social care in which often the life of people with LD 

and autism are narrated by professionals and paid care workers in psychology 

reports, support plans, needs assessments, training, and workshops about the 

person.   

 

Figure 25: A possible map with aspects of personal and social identity  

 

Next, I will explore how some of the main training and approaches about autism and 

learning disabilities construct the client, the service user, or the student. I think this is 

relevant because the way that the service user is constructed will affect how the person 

is perceived by those who support them.  
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3. Literature review: training and approaches  

Summary:  In this subsection I develop an analysis of different training and 

approaches about autism and/or learning disabilities which are available for care and 

support workers in the UK. I categorise these into different groups; I offer a brief 

explanation of each approach, their main ideas, and values, and I illustrate them with 

examples using companies’ own training materials when freely available online. 

Finally, I critically review each approach through the lens of a relational perspective, 

together with my professional and personal experience.  

 

3.1. Context of production    

When I explore approaches and training, I find it useful to classify them into different 

categories. The Cambridge Dictionary (2019a) defines ‘classification’ as a noun and  

‘the act or process of dividing things into groups according to their type’. A ‘type’ is ‘a 

particular group of people or things that share similar characteristics and form a 

smaller division of a larger set’ (Cambridge.org Dictionary, 2019b). Having these 

thoughts in mind, I consider the whole spectrum of different training and approaches 

that I have encountered within my professional pathway. I would like then to 

emphasise that this is ‘my’ analysis, and I am not claiming this is ‘the true’ analysis. 

Perhaps it would be valid to say, ‘this my truth’. For the scope of this inquiry, I am 

particularly focusing on training available in the UK during 2019 and 2020, which 

covers the timeframe of conducting the core of this study. I find useful the idea of 

developing a map (Figure 26) and I am aware that this is my own map to move around 

a territory, again ‘my’ pathway.  Hopefully, you and other people interested in these 

topics will find it useful too.  

https://dictionary.cambridge.org/dictionary/english/act
https://dictionary.cambridge.org/dictionary/english/process
https://dictionary.cambridge.org/dictionary/english/divide
https://dictionary.cambridge.org/dictionary/english/group
https://dictionary.cambridge.org/dictionary/english/accord
https://dictionary.cambridge.org/dictionary/english/their
https://dictionary.cambridge.org/dictionary/english/type
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Figure 26: ‘My map’ of approaches and training. 

 

When exploring training, I find it practical to question:  

1) Is the training focused on people with learning disabilities or people with 

learning disabilities and autism?  

2) Where and by whom was the training or approach produced?   

 

From looking at my map I find that:  

✓ There is more training focused on learning disabilities and in contrast there is 

little training that is specific to staff working with people who have learning 

disabilities and autism.  

✓ There are different contexts of production for training: charities, universities, 

professionals from education, communication, psychology, and people with 
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lived experience. Most training and approaches are produced by universities, 

institutions, and professionals from education, communications, health, and 

social care.  

✓ Although some people with lived experience participate as guests in some 

training, none of the training is developed and run exclusively by people with 

autism and learning disabilities.  

 

This is ‘my’ map, not the territory, linking this idea with Alfred Korzybski’s (1933) 

famous metaphor which states ‘The map is not the territory’, and illustrates the 

difference between belief and reality. From a social-constructionist perspective, I am 

interested in what ‘reality’ is constructed in each training and approach. I am aware 

that ‘the reality constructed’ is essential to the way support workers feel and perceive 

the people they are working with. I also state the following characteristics of this 

training:   

• They have the form of workshops which last a few hours to several days.  

• They are available for support and care workers to pay for themselves, or 

through their organisations.  

• The cost varies from less than £100, to several thousand pounds. 

 

This training is part of what I am calling an ‘Ecology of Social Care’ in which some 

support and care workers are trained or receive training in how to support their clients. 

In this ecology, providers complain that training is expensive and lengthy (Hely, 2017), 

support workers earn low wages (All-Party Parliamentary Group on Social Care, 

2019), and training does not seem widely accessible. On the other hand, a mainstream 
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idea from the training available is that providers describe their work as following a 

person-centred approach. However, out of this exploration, I argue that training seems 

to construct a compartmentalised or fragmented view of a person with autism and 

learning disabilities. This means that, for example, support staff might receive training 

in behavioural management, another in communication using signs, with a third set of 

training focusing on structure and routine, and so forth. Only a few approaches 

integrate a wider scope of individual issues and only one approach refers to the 

working relationship between carers and clients. Let’s explore now some relevant 

aspects of major approaches and training.  

 

 

3.2. Main themes and keywords  
 

When exploring how the different training develops its narratives, the stories they tell, 

it strikes me that I need to find what seems to be a fragmentated nature of what the 

focus is on. For example: for much training, the central theme is ‘managing 

behaviours’; whilst for others, it is about communication. Some approaches focus on 

the planning of activities, setting up routines or structure for each hour of the day, in 

order to enhance the quality of life of the individual they support. For others, the most 

important issue is how the autistic person processes the sensory information from the 

environment, and how to create environments that are autistic friendly.  

 

I pay attention to keywords in how different sets of training describe their aims, goals, 

and underlying theories, and how they constructed their knowledge of the service 

users and support staff.   I found it useful to categorise these into 8 major themes:  
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▪ Behaviours: this usually refers to behavioural techniques in the sense that the 

carer is ‘managing’ the behaviours that the person or recipient of care is 

described to be presenting, particularly in terms of ‘challenging behaviours’ or 

‘behaviours of concern’. This follows the tradition of behavioural management 

within behaviourism in psychology.   

▪ Communication: this refers to the way that the person who receives the support 

communicates, usually presenting difficulties and how the carer can develop 

skills to communicate more effectively with their client, for example by learning 

to communicate through signs, symbols, or both.  

▪ Interaction: this refers to the reciprocity in the communication and behaviours 

between the carer and the person who receives the care. It seems more 

responsive to what is happening and less related to the application of a training 

technique.  

▪ Environment: refers to the qualities and characteristics of the place in which the 

service is offered, for example in the home of the person who receives the 

service or out in the community.   

▪ Activities: usually refers to meaningful and socially relevant activities organised 

by the carer with the aim of engaging the care receiver in that activity.  

▪ Quality of life: this refers to the general well-being and life satisfaction of the 

service user and how the aim of the support worker’s role is to increase the 

quality of life of that person.   

▪ Relationship: this refers to engaging the client in the community, in a social 

network, and refers to the care relationship between client and support worker.  
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▪ ‘Other keywords’: refers to themes such as future, community, consultancy, 

systems, organisational structure, service design, leadership, legal and ethical 

issues, and human rights.  

The following table (2) indicates the association between each training and 

approach with relevant major themes: 

 

 

Name of training / approach and authors  
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1 Person Centred Planning and Thinking 
(Stalker and Campbell, 1998)       

  

2 Positive Behaviour Support (Carr et al., 
2002; Gore et al., 2013)            

  

3 Active Support (Jones et al. 2001; Mansell 
and Beadle-Brown, 2004; Beadle-Brown et 
al., 2017)            

  

4 Intensive interaction (Nind and Hewett, 
1994; Caldwell, 1998; Caldwell and 
Horwood, 2008)            

  

5 SPELL Framework by National Autistic 
Society (Smeardon, 1998)       

  

6 Low Arousal Approach (McDonnell et. al, 
1994; 2002; McDonnell, 2010, 2019)            

  

7 Gentle Teaching (McGee et. al, 1987; 
McGee et. al, 2014)             

  

8 Responsive Communication (Caldwell et al., 
2019)       

  

9 Social Stories (Gray, 1991; Gray & Garand, 
1993)             

  

10 
Makaton (Walker, 1977; Makaton.org, 2020)          
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11 PECS (Bondy and Frost, 1994) 
         

  

12 
TEAM TEACH (Team Teach, 2020)        

  

13 MAPA (Crisis Prevention Institute, 2020; 
Community Training and Education Centre, 
2020)       

  

14 National Autistic Society’s training (National 
Autistic Society, 2020a, 2020b)  

      

  

15 Challenging Behaviour Foundation’s 
training (Challenging Behaviour Foundation, 
2020a)       

  

16 Pathway Associates (Pathway Associates, 
2020)  

      

  

17 
  
Orenda Training & Consultancy (Orenda 
Training & Consultancy, 2020)        

  

18 Open Future Learning (Open Future 
Learning, 2020)        

  

19 Greater Manchester Joint Training 
Partnership (Greater Manchester Joint 
Training Partnership, 2020)        

  

20 The Care Certificate (Skills for Care, 2015, 
2020a)       

  

 

 

Table 2: Main themes in training and approaches.  
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When analysing my list, I notice that:  

  

✓ Most training integrates a focus on ‘behaviours’, 

‘communication’ and ‘interaction’.  

✓ ‘Behaviours’ is present as a focus on more than half 

of all the training.  

✓ Behaviours and communication are linked 

theoretically.  

 

✓ The first part of the list represents more traditional 

approaches developed by national charities, 

universities, and by professionals from education 

and health. 

 

✓ The second part of the list illustrates approaches 

that focus almost exclusively on behaviours and on 

communication.  

✓ These approaches imply the use of manuals and 

the application of strategies and protocols in order 

to get the desired results. For example, to decrease 

challenging behaviours or increase communication 

skills.  
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✓ The third part of the list includes training and 

approaches developed by social care 

organisations: private companies or local 

authorities.  

✓ This training is delivered by professionals from 

social care, and some incorporate people with 

autism and LD as co-facilitators as well as family 

members as Experts by Experience.  

 

✓ Half of the training includes relationships in their 

narratives. This usually refers to making and 

maintaining friendships, and links with the client’s 

social network.  

✓ Only one approach called Gentle Teaching 

emphasises the relationship as key to their ideas 

and values.  

 

This matrix is a fixed image of my understanding and experiences with different 

training at the point of conducting this inquiry, so I see it as a work in progress. Just 

as my thoughts are not fixed and solid, the training in the same way is not concrete. 

As we are all constantly evolving and changing, these ideas also seem to be in a 

process of flux. For example, as behavioural approaches become more relational, 

Positive Behaviour Support seems to be incorporating elements of trauma-informed 

approaches; intensive interaction has evolved into Responsive Communication; 

mainstream approaches are incorporating more and more people with lived 
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experience to their training and focus on making them the result of a process of co-

production. I am curious to know about your own experiences, and ideas on this 

training, my dear reader.  

 

3.3. Creating groups and analysis   

Trying to label something as being one thing and not another might be tricky. However, 

when I go back to the map of the spectrum of approaches and training, I find it useful 

to see different groups (Figure 27). I created a first category and named it 

‘Mainstream’. This is the biggest group of my map and by ‘mainstream’ I mean that:  

 

• This training is the most popular in the sense that many care workers and 

providers in social care are familiar with these approaches.  

 

• They have been in the market for many years, sometimes decades. Most of this 

training was originally developed between 1994 and 2002, which is 20-25 years 

ago. There are journal articles, manuals, and protocols in relation to this training 

and their various approaches.   

 

• The cluster formed by PBS, Person-Centred approaches and Active Support 

are endorsed by the Department of Health and Social Care. SPELL is produced 

by the National Autistic Society. Low Arousal Approaches is produced by Health 

professionals. 
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Figure 27: Creating relevant categories for training and approaches. 

 

 

The second category is called “Communication and interaction” and includes training 

that focuses on expanding the repertoire of communication tools in clients as well as 

support staff. Perhaps Gentle Teaching is an approach more closely related to the 

care relationship, but I am including it within this category under the idea of interaction. 

The third category is “Behaviours and physical intervention”, and although they are 

also mainstream, they are more specific to working with people who are described as 

presenting behaviours that challenge.  In the fourth category I include private 

companies, such as the e-learning platform Open Future Learning, and social care 

consultancy companies, such as Orenda Training and Consultancy, and Pathway 

Associates. These companies were set up by professionals who worked in social care, 

and hire people with autism and LD as well as family members to co-facilitate some of 
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their training. The fifth category includes government-led initiatives, such as The Care 

Certificate and a training consortium organised in Manchester by local authorities and 

providers.  

 

Next, I will discuss some of the main characteristics of the spectrum of training and 

approaches available for support workers and providers in social care.  

 

3.4. Mainstream approaches  

3.4.1. Person Centred Thinking, Planning and Design  

The National Autistic Society (2019c) defines person-centred planning (PCP) ‘as a 

way of helping someone to plan their life and support, focusing on what's important to 

the person’. PCP is a series of meetings and documents organised by a social worker 

or by members of the staff team that provide the care support. The service user, family 

members, friends and staff are usually invited to participate and are considered 

partners in planning. The plan’s intention is to put into action what a person wants for 

their life and keeps on listening, and it is supposed to remain 'live', in the sense of 

being an updated document.  

 

The Voluntary Organisations Disability Group (United Response, 2019) describes 

being ‘Person-centred’ as ‘creating a detailed plan with each person being supported’ 

(p. 4) and meaning that ‘support packages are developed around and tailored to each 

individual’s needs’. The National Autistic Society (2019c) also encourages and 

supports the individual to take control of their own plan. The Social Care Institute for 
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Excellence (2019) defines ‘person-centred care’ as ‘not just about personal budget, 

but about achieving choice and control in many ways and in different settings’ and 

points out that the relationship between social workers, personal assistants, and 

service users should be based on respect and a recognition of equality. Cheshire and 

Wirral Partnership (2019) defines ‘Person-centredness’ as connecting with people as 

unique individuals with their own strengths, abilities, needs and goals. They offer a 

‘person-centred framework’ that is made up of ‘tools and approaches to help us to 

practically apply person-centred principles that celebrate people’s strengths, abilities, 

needs and aspirations’. However, in large teams that are sometimes composed of 

many care workers, for example 6 to 12 different individuals every week, who struggle 

to meet and share information and experiences, PCP seems to present many 

challenges in practice.  

 

O’Brien and Blessing (2011) warn that human services can become zones of 

compliance in which relationships are subordinated to, and constrained by complex 

and detailed rules, for example PCP. The authors call for leadership and claim that 

care staff should commit themselves to be people's allies, and be engaged creatively 

when facing constraints in rules, boundaries and structures as opposed to simply 

conforming. In this line of thought, I find that in practice PCP presents the following 

challenges:  

▪ ‘Forgotten document’: there is a risk that the piece of work around PCP ends 

up in the client’s files and staff are not allocated extra time to familiarise with it 

so documents in paper risk being disconnected from the service user’s daily 

support.   
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▪ Fixed view of a person: there is the risk of reinforcing the construction of the 

service user as somebody fixed, and the support system not acknowledging 

that people change if PCP meetings do not happen very often, for example, 

once a year.  

▪ Rigidity in a prescribed routine: PCP can inform what appears to be a well 

organised set of activities that seem to be meaningful for a person. For 

example, a document called ‘My Perfect Week’ (Figure 28) available free online 

as an example of PCP (Helen Anderson Associates, 2019) illustrates a weekly 

routine. This could be the product of a good person-centred tool. However, 

there is a risk that it might become a prescribed and rigid approach to activities 

and that the service user is not allowed to try new things because it is not stated 

in writing within the documentation.  

 

Figure 28: Snapshot from ‘My Perfect Week’ document. 

▪ Effects in the support system impacts on the support offered: with rigidity in 

understanding PCP as a prescribed and directive intervention, the support 

system might be at risk of becoming aversive to change. If the client is bored 

or simply not interested in that activity anymore, they can be described as ‘non-
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compliant’, ‘non-cooperative’, ‘non-engaging’ and as such this situation could 

be perceived as problematic.  

▪ Risk of oversimplification: trying to portray a person in a written document 

always carries the risk of oversimplifying the richness and complexity of that 

person. For example, the document called ‘One Page Profile’ (Figure 25) 

intends to ‘capture all the important information about a person on a single 

sheet of paper under three simple headings: what people appreciate about me, 

what is important to me, and how best to support me’ (Cheshire and Wirral 

Partnership, 2019). Although it seems like a practical shortcut to information, 

this needs to be updated and enriched by the frontline staff and their client.  

 

Figure 29: A One Page Profile. 

Person-centred thinking  

The National Autistic Society (2019c) points out that their aim is that support staff hold 

‘person-centred values, and a belief that ‘a person must have control in areas such as 
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who supports them, what they do with their day, being listened to, and making 

decisions about their lives’. This sounds very sensible, but it might be a challenge in 

practice, especially when staff support people who do not communicate through verbal 

language and present behaviours of concern. PCP seems to have a relational aspect 

by emphasising how a person is involved in the community and who is relevant to that 

person. For example, a ‘Relationship Circle’ (Figure 30) is a tool that helps to identify  

who is important to a person, and to explore any important issues around such 

relationships. This feeds into support planning because ‘it highlights those people who 

should be involved in planning and helps to discover which relationships can be 

strengthened or supported’ (Helen Anderson Associates, 2019).  

 

 

Figure 30: A Relationship Circle to explore the client’s social network. 
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3.4.2. Positive Behaviour Support 

The Department of Health and Social Care (2015) presents PBS as ‘an ethical, tried 

and tested approach. It is person-centred and focuses on improving the quality of 

life of people who need support, such as those with mental illness, dementia, 

acquired brain injuries, learning disabilities, older people and vulnerable children’. 

The Challenging Behaviour Foundation (2020b) recommends PBS to support 

people with learning disabilities, who display or are at risk of displaying challenging 

behaviour, and BILD (2020a) emphasises that PBS is a values-led approach which 

is accepted internationally as best practice (Figure 31).  

 

Figure 31: Free PBS e-Learning course. 

  

The concept of ‘Positive Behaviour Support’ was used for the first time almost 30 years 

ago within the psychological field of behaviourism as ‘non-aversive behaviour 

management’, and ‘an alternative to the use of more extreme aversive events’ (Horner 
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et al., 1990). Although currently PBS states that it rejects the use of aversive and 

restrictive practices, it acknowledges that for some people, on specific occasions, ‘an 

authorised restrictive practice (including a physical intervention) may be necessary – 

but only when it’s legally and ethically justified to prevent serious harm to the person 

or others’ (Skills for Care, 2020b).   

 

Three stages with a focus on behaviours  

An overview of how PBS works according to BILD (2020b) indicates a process 

consisting of (Figure 32): 

 

 

 

Figure 32: The stages at the core of PBS. 

 

Stage 1 includes the collection and analysis of data relating to the behaviour of 

concern, and specifically in relation to what happens before, during and after the 

behaviour. This is known as ‘ABC data’ and includes a note of how intense the 

challenging behaviour is, how often it happens and how long it lasts for. Stage 2 

consists of the design and putting in place of strategies to ‘reduce the person’s 

unwanted behaviours and enhance their lifestyle’ BILD (2020b). Strategies are 

grouped into three categories:  

▪ Primary strategies which reduce the likelihood of the behaviour happening. For 

example: managing situations that support staff know will trigger a behaviour, 

Stage 1: 

Understanding   a 

behaviour of concern 

 

Stage 2: 

Designing and 

putting in place 

strategies 

 

 

 

 

 

 

 

 

Stage 3: 

Support 

review and 

revision  
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changing things in the environment, or providing opportunities for new 

experience and acquiring new skills.  

▪ Secondary strategies which are plans in case primary strategies do not work 

and behaviours starts to escalate. For example: using calming approaches, 

changing the environment, or diverting the person’s attention to an activity they 

enjoy.  

▪ Reactive strategies which are planned strategies to be used as a response to 

an incident of challenging behaviour. They aim to take control of a situation and 

minimise the risk to the care-receiver and others.  

 

Finally, stage 3 consists of regularly reviewing and revising the support provided to 

make sure that ‘it reflects current needs, interests, health and wellbeing of the person 

supported as well as risks’ (BILD, 2020b).  

 

The construction of the needs and roles  

When analysing different narratives, PBS as a behavioural framework seems to 

construct different agents with needs and roles (PBS Academy & Challenging 

Behaviour Foundation, 2019) which are interdependent:    

• An ‘unskilled’ client or service user who is ‘in need’.  

• Those ‘unmet needs’ result in that person displaying challenging behaviours.  

• Part of the support worker’s role consists of teaching new skills to the person 

so that they can gain access to what they want or need but in ‘functional’ ways.  

• The team of support workers are meant to work in ‘partnership’ with the person. 

However, it is not an equal partnership in terms of power. PBS authorises 
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physical intervention to prevent serious harm to the person or others. Some 

support workers are also trained in physical intervention techniques.  

• The client’s skills, behaviour and needs are called ‘information’, the team of 

support workers must ‘gather that information’ and the PBS specialist makes a 

‘functional assessment’ to identify the reasons or functions for a person’s 

behaviour and creates a plan of action.  

• As part of their role, support workers must follow the PBS plan in terms of 

proactive strategies (that prevent challenging behaviours from happening), 

strategies to teach new skills to make the challenging behaviour less likely and 

reactive strategies (that ‘minimise restriction if it occurs’).  

• Also, a part of the support worker’s role is to monitor and maintain the quality 

of life of the service user. 

 

Challenges in the practice of PBS   

In my experience, working alongside support workers in different settings, I find four 

typical scenarios:  

 

1) ‘Training and hope’: it is common for providers to offer training about the principles 

of PBS but do not offer follow up or offer supervision to carers. Dr. Kate Strutt (2018) 

has termed this ‘training and hope’ when providers commission PBS training alone as 

‘the’ solution and then ‘hope’ that it will deliver PBS. Strutt (2018) warns that without a 

supervised practice ‘it is an approach that rarely works’ because the challenge with 

PBS is ‘when it is applied with real people, in real settings.  
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2) ‘Surveillance position’: if support workers do not work under supervision they might 

be asked to monitor and take data on behaviours for a long time but not knowing why 

they are doing it. or not having time to analyse it, or both. The gathering of data 

becomes a task without a purpose as there is nobody to consult with, or there is no 

time to reflect upon the findings. Documents and data forms risk becoming a tick box 

exercise without reflection, and reinforce what I call a ‘monitoring’ or ‘surveillance 

position’ over support workers that points at the service user as the primary cause of 

issues or difficulties within the system. For example, staff might be asked to take data 

on the frequency and intensity of the behaviours through observing and filling in a form 

(Figure 33) called a scatter plot (Cash et. al, 2014) to identify when the behaviours of 

concern are most and least likely to occur. 

 

Figure 33: Scatter plot of the occurrence of a behaviour every morning. 

 

Another example of a behavioural tool (Figure 34) for recording behaviours is an ABC 

form (an acronym that stands for antecedent, behaviour, and consequence) that is 

intended to enable staff to identify possible functions of behaviours by describing the 

behaviour, and what happened immediately before and after it occurred (Cash et al., 

2014). This form seems to describe human behaviour through a series of discrete 

categories in tick boxes and in a linear format. If it is not appropriately contextualised, 
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staff who are filling in the form risk developing the perception of a client’s behaviour in 

a linear and reductionist sense, and may say for example, ‘he is doing this because 

he wants attention’. This might be counterproductive if we consider situations in which 

people present behaviours that others perceive as challenging, tend to have numerous 

narratives about multiple variable interactions.    

 

 

Figure 34: Example of an ABC form. 

 

3) Strategies as stereotyped responses: a PBS practitioner might work alongside 

support workers and develop a PBS plan. However, if that plan does not emerge from 

the knowledge and understanding of the team, there is a potential risk that support 

workers’ responses become fixed and stereotyped and this could impact negatively 

upon the person who receives the care, and who may perceive their care as rigid and 

insensitive to their wishes or needs. As a result, after some time carers might complain 

that the plan ‘is not working’ and that they ‘have tried everything’ and that the service 

user ‘is not engaging’.     
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4) ‘Training position’: this seems to be a positive scenario; however, it has its 

complexities. If a PBS practitioner works alongside support workers, they might be 

asked to become trainers of their clients with autism and learning disabilities. In the 

training position, support workers can easily project an expectation of performance 

onto their clients and onto themselves, for example when learning a new skill. This 

would risk increasing pressure on the care relationship.  

 

PBS can be very positive in co-constructing narratives about understanding what 

happens when an individual’s behaviours are described as challenging by their care 

and support system. Organisations that report positive outcomes in the quality of life 

of the people they support and use PBS, might also offer benefits to their staff, such 

as higher salaries, coaching, consultation, and frequent staff meetings. In an 

organisational context this appears to be ‘staff friendly’ because staff already feel 

respected and valued. It is not clear to me whether PBS is creating that difference, 

and/or the organisational structure that supports it - or maybe both.  

  

The wider context of PBS  

Positive Behaviour Support is endorsed and promoted by the British Institute of 

Learning Disabilities (BILD). This charity was formerly called the British Institute of 

Mental Handicap and founded in 1971 by Psychiatrist and Professor, Gerry Simon. 

The charity’s goal is to ‘advance education and research relating to learning 

disabilities, autism or both including those with complex needs associated with 

behaviour, mental health or physical health (multiple and profound disabilities) in order 

to improve support for persons with such disabilities’ (BILD, 2006, p.4). BILD also 
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describes itself as ‘one of the leading forces for training and educating professionals, 

carers and clients in professional methods of assessing and meeting the often-

complicated needs of people with a learning disability’ (BILD, 2019).  

 

BILD has set up the Centre for the Advancement of Positive Behaviour Support 

(CAPBS) to support the organisational and workforce development of Positive 

Behaviour Support. PBS is produced and disseminated within university contexts, 

such as at Bangor University, the Tizard Centre (University of Kent), Teesside 

University, and the University Health Board (NHS Wales).   

 

A psychological perspective  

From within the context of PBS, Pitonyak (2015) suggests that difficult behaviours 

result from unmet needs and are messages which can tell us important things about 

a person, their quality of life and what they might be missing: meaningful relationships, 

a sense of safety and wellbeing, power, things to look forward to, and/or a sense of 

value and self-worth.  

 

The NICE guidance (2015) relating to individuals with learning disabilities and 

challenging behaviour, highlights the evidence base for core components of PBS: a 

functional assessment of behaviour; a personalised intervention based on behavioural 

principles; psychological interventions indicated before antipsychotic medication; 

restrictive interventions used as a last resort; training for staff providing direct support 

to proactive interventions, in addition to high quality on-going supervision; and the use 

of routine outcome measures and periodic monitoring. A PBS support plan is ‘multi-

component’ (British Psychological Society, 2018) drawing on a range of psychological 
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theories, models, and approaches to promote an enhanced quality of life for the 

individual, ensuring that service user’s needs are met and that there is a reduction in 

the likelihood of challenging behaviour. The British Psychological Society (2018) 

suggests that a PBS plan focuses on ecological and antecedent interventions, the 

development of skills to reduce the need for behaviours that challenge and that many 

interventions, including a range of psychological approaches, may be incorporated in 

the PBS plan. 

 

Voices that question the implementation of PBS   

Whilst the British Psychological Society (2018) and the Department of Health and 

Social Care (2015) endorse and promote the implementation of PBS, other voices 

question its efficacy. McClean and Grey (2012) found that no specific components of 

training in PBS plans were associated with reductions in challenging behaviour. 

MacDonald and McGill (2013) found that training of paid care staff increases their 

competence in managing challenging behaviour and reduces the use of restrictive 

practices and reliance on other professional support, but that it does not improve 

participants’ quality of life. Hassiotis et al. (2018) found that staff training in PBS did 

not reduce challenging behaviour.  

 

A major criticism of PBS comes from the Neurodiversity movement which claims that 

the behavioural multicomponent framework is a normative intervention that seeks 

normalisation (Labour Party, 2018). Autistic consultant and researcher Damien Milton 

(2018) points out that Ivas Lovaas, one of the pioneers of Applied Behaviour Analysis 

(ABA) aimed at making autistic people ‘indistinguishable from their peers’, and that 

ABA is often administered upon neurodivergent people. According to Milton (2014): 
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PBS is a less extreme version of ABA in which what is not positive about 

behaviour is usually decided by non-autistic people who might have little 

idea of what is it subjectively to be autistic or to have an unusual learning 

style. 

 
From this perspective, PBS is part of a normalisation agenda which implies that 

someone gets to define what is ‘appropriate’, ‘challenging’, ‘disordered’, and ‘socially 

important’, in what are clearly power relations (Mason, 2005, in Milton, 2018). PBS 

can become an ableist oppression when it defines what is quality of life without the 

input of neurodivergent people, or when it addresses skills acquisition as a goal of 

intervention and places the pressure on the neurodivergent person to conform to 

society. The Neurodiversity Manifesto (Labour Party, 2018) states that the 

endorsement of PBS by the Care Quality Commission (CQC) alongside its widespread 

use in different settings needs to have an urgent review. From within behavioural 

approaches, Johnston et al. (2006) warn that although the PBS movement represents 

a well-intended attempt to disseminate a ‘more or less behaviourally-based treatment 

model’, that effect has been driven more by ‘ideological and marketing interests than 

by research findings and professional considerations’ (p.69). 

  

The evolution of PBS   

PBS seems to be widening its scope of interest and action. The tittle of the UK PBS 

Conference in 2020 is ‘Making Positive Behaviour Support More Inclusive’ and 

integrates presentations on including people with lived experience, identifying issues 

related to rapport building, supporting people with a history of trauma and how to 
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integrate a trauma-informed care into PBS and developing ‘autism friendly’ PBS plans 

(BILD, 2020c).  

 

 

3.4.3. Active Support or Person-Centred Active Support    

 

The British Institute of Learning Disabilities (2019) defines Active Support as ‘a method 

of enabling people with learning disabilities to engage more in their daily lives’ and a 

type of support provided that ‘turns person-centred plans into person-centred action’, 

a ‘change in the style of support from “caring for” to “working with”’, whilst promoting 

‘independence and supporting people to take an active part in their own lives’.  

 

This definition is interesting because it uses the word ‘method’, referring to ‘a particular 

way of doing something’ or a ‘particular procedure for accomplishing or approaching 

something, especially a systematic or established one’ (Cambridge dictionary, 2019c). 

In this sense, active support is a ‘systematic procedure’, a ‘plan’ that is applied to the 

everyday life of people’. For example, Figure 35 illustrates a Monday morning routine 

for a group of 4 people with learning disabilities who might live in the same house.  

 

https://dictionary.cambridge.org/dictionary/english/particular
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Figure 35: Example of a morning routine from an Active Support Handbook. 

 

Every 30 minutes there seems to be a change of activity with the support staff who are 

in charge. A positive side of active support is the possibility of engaging with service 

users and offering meaningful activities. A negative side is what the neurodiversity 

movement calls the normalisation agenda (Walker and Dillon, 2015) in which non-

disabled people are managed to support and work with disabled people and help them 

in engaging in activities which they decide are meaningful. In this sense, key questions 

seem to be: how are staff engaging their clients in co-producing that daily routine? Are 

activities socially relevant for who? For clients or for their care staff?  

 

The rationale behind Active Support is that it enables people with learning disabilities 

to develop new skills to have more control over their lives. The goal of teaching new 

skills relies on support workers who are trained in a pedagogic role and who need to 

be sensitive when exploring their clients’ reactions to their interventions. For example: 
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an individual might not be interested in a skill that is being taught or they may simply 

not feel comfortable or confident with the process. However, there might be an 

expectation of performance in the support system, composed of support worker and 

client, trainer, and learner. For example, Figure 36 shows a paragraph from a free 

online Active Support Handbook (Jones et al., 2018) and advises staff that if someone 

refuses to do an activity ‘it may be because he or she wants to do something else at 

that moment’.  

 

 

Figure 36: A snapshot of a paragraph from an Active Support Handbook. 

 

Perhaps because there might be a risk that staff understand active support as a 

mandatory prescription, the manual needs to be very direct in discussing the obvious 

message that it is fine if somebody does not want to engage in an activity which is 

being offered. The Handbook is published by the Association for Real Change, a 

‘leading umbrella body representing service providers in the learning disability sector’ 

and was produced by Skills for Care’s Workforce Development Innovation Fund.  The 

handbook also provides advice in relation to behavioural management. Jones et. al. 

(2018) suggest that ‘If challenging behaviours occur, follow this approach: ignore, 

redirect, reward’ (Figures 37 and 38).  
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Figures 37 and 38: Instructions for staff responding to clients who behave ‘disruptively’. 

 

Without the possibility of a wider context for understanding behaviour, support workers 

risk taking these recommendations in a reductionist way. The outcome might be an 

escalation of behaviours in the person they are trying to work with. Another aspect of 

the Active Support method is that staff are required to fill in different forms that can 

evidence how the service user is engaging. A couple of examples from the Handbook 

(Jones et. al, 2018) which is free-to-access online, shows a weekly record of 

participation in activities (Figure 39) and a summary graph evidencing the service 

user’s engagement (Figure 40).  
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Figure 39: A form reflecting service user participation.   

 

 

Figure 40: A graph illustrating an increase in service user engagement. 

  

The method of Active Support seems to be a technology applied not only to service 

users but to care staff as well. It might be used as a regimented and externally directive 

way of telling a service user how to live their life, or it might also become a source of 

a variety of activities and possible interests to the person receiving the care. What 

seems clear is that either way, in Active Support many aspects of a person’s everyday 

life are scrutinised, followed up and monitored by a team of paid workers because the 

‘performance’ of the service user is linked to the ‘performance’ of staff.  This might 

mean that the ‘more active’ the person is, it might prove ‘how well’ staff are supporting 
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them. It is not hard to imagine that by the time I am writing this paragraph there is 

probably a start-up e-business company developing an ‘active support app’ that staff 

can use on their watches, like there are many currently in the market (Ho, 2019) and 

that it feedbacks ‘live’ (Figure 41) into a central online system that monitors 

‘challenging behaviours’ and ‘engagement in active support’ as variables and through 

artificial intelligence intended to make decisions affecting service users and care staff.  

  

Figure 41: Examples of tracking activities through phone apps.  

Active support could be thought of as a product of our neoliberal capitalist culture. 

Driscoll (2018) refers to a culture of ‘doing’ rather than ‘being with’ and invites us to 

think about the relevance of emotions, belonging, love and grieving as ‘inner meanings 

are more to a good life that just a nice home’. In my professional experience, staff who 

work under the active support method might be engaged in what I call a performance 

and production narrative, and refer to the person with autism and learning disabilities 

by saying, ‘she likes to be busy all the time and has a lot of activities during the week’. 

However, one question is who chooses those activities? Does the idea of active 

support perhaps imply that there is an alternative ‘passive’ support? I propose that 
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perhaps it is a good time to start thinking about a ‘responsive support’ that understands 

support or mutual engagement as a dialogical and co-constructed process.  

 

3.4.4. Intensive Interaction  
 

Intensive Interaction is described as an ‘approach designed to help people at early 

levels of development, people who have severe, profound or complex learning 

difficulties and people who have autism’ (Intensive Interaction Institute, 2019a). 

Special education teachers Dave Hewett and Melanie Nind developed the pedagogic 

Intensive Interaction approach in the 1980s in the context of their work with students 

with learning disabilities in a special school in London (Intensive Interaction Institute, 

2019a). The approach was inspired by the ideas of psychologist Gary Ephrain (BILD, 

2014) who argued that adults with learning disabilities need to learn fundamental 

communication and social abilities in a naturalistic way, through the kind of interactive 

play that babies and parents do together. The use of Intensive Interaction aims at 

developing social, communicative and interaction skills (Nind and Hewett, 1994, 2001, 

2005), such as:  

• Learning to give and share brief attention with another person.  

• Developing shared attention into activities.  

• Taking turns in exchanges of behaviour.  

• To have fun and to play.  

• Using and understanding eye contact, facial expressions, and non-verbal 

communication, such as gestures and body language.   

• Learning and understanding the use of physical contact.  
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• Learning, using, and understanding vocalisations, having more varied and 

extensive vocalisations, and gradually leading to more precise and meaningful 

vocalisations.  

 

Hewett (2012) argues that although intensive interaction is not specifically an autism 

intervention, it works well for people who are at a ‘certain level of development’ and 

this includes many people who have autism, as the approach focuses on some of the 

‘central effects of the autism condition’. Caldwell and Willan (N/Da) have published a 

practical online booklet for carers (Figure 42) and whilst emphasising different causes 

of stress in people with autism, they developed a metaphor to illustrate sensory 

processing differences:  

Autism is like being like a busy airport where more planes are coming 

that there is space to land the aeroplanes stack up. If there are too many 

planes they might crash. In the autistic unprocessed images, sounds and 

feelings also stack up, overload interfere with each other (p.13).  
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Figure 42: Causes of stress in autism. 

 

A relational aspect in Intensive Interaction  

Caldwell and Horwood (2008) combine Intensive Interaction with a reduction in 

sensory stress through a low-arousal environment. The aim is to provide a meaningful 

and ‘autism-friendly’ environment to the person with autism, who is described as a 

‘partner’ in the interaction. In order to achieve this, they use their body language and 

also weights or physical activities on which a partner can focus their attention. Caldwell 

and Horwood (2008) emphasise that:  

Intensive interaction is about establishing relationships, developing 

emotional engagement and getting to know another person in a way that 

lets them know how much we value them as they are (without triggering 
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the overwhelming internal feelings that can be so painful) and also offers 

them a way to express how they feel (p.102).  

 

Caldwell and Horwood (2008) also suggest that the quality of the exchange is a shared 

intimacy, where what matters is ‘being with’ rather than ‘what they do’: 

With an attitude of profound respect we enter a partnership with another 

person who is not us, where we are totally tuned in to our partner, where 

all our attention is given to the last minutes and intimate affective flickers 

in their changing body language. At its most profound moments, we 

enter the dyadic state familiar to infant-mother bonding, the flow where 

we are aware of both self-and-other, where we are simultaneourly ‘I’ and 

‘we’ (p.103).  

 

Caldwell and Horwood (2008) argue that by having shared experiences, it is possible 

to have a better understanding of the partner’s sensory world and, as they have 

meaningful points of reference, they begin to calm down on a safe path in which the 

brain is no longer under siege and is able to work more effectively and respond to the 

world outside in emotional and functional terms.  

 

Intensive interaction in practice  

Many of the autism-specific approaches seem to focus on rigid and highly-structured 

ways of teaching and assessing functional communication skills, such as the Picture 

Exchange Communication System, (Swinton, 2012). This is perhaps due to the 
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influence of behavioural approaches and their technology. Swinton (2012) warns 

about the dangers of trying to quantify and formalise the complexity of social 

communication skills into a ‘check list to be worked through’, and suggests that 

Intensive Interaction allows the process of learning to communicate and socialise ‘in 

a relaxed, pleasurable and responsive manner’ (p.83) without placing demands or 

restrictions upon the ‘learners’.  

 

I argue that as in other approaches which require the carer to take a pedagogical role 

by assessing and teaching skills, there is always a risk of the support system becoming 

an oppresive system that values and seeks compliance from the learner which has a 

detrimental effect on the care relationship. The definition itself of ‘Intensive Interaction’ 

makes me wonder whether the interaction should be ‘intensive’ or in fact ‘responsive’ 

to the person who is receiving the care service. Finally, Swinton (2012) suggests that 

the challenge is to create a culture and ethos of communication in which Intensive 

Interaction is a fundamental component.  

 

The evolution of Intensive Interaction  

Hutchinson and Bodicoat (2015) conducted a systematic literature review on the 

effectiveness of Intensive Interaction. The authors found that studies were limited so 

they emphasised that more research needs to be conducted regarding the efficacy of 

this approach. Hutchinson and Bodicoat (2015) also suggested that the adoption of 

qualitative approaches might allow research to capture the complexities of human 

communication.  Berry et al. (2014) suggest that an Intensive Interaction Special 

Interest Group, which includes clinical psychologists, should be set up to promote 
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psychologically-informed theory development and research, especially in terms of the 

adoption of Intensive Interaction within services for people with severe or profound 

learning disabilities and/or autism. Milton (2014) argues that there is no ‘one size fits 

all approach’ and that it is important to consider ‘the views of autistic people and their 

families regarding what one wishes to intervene with in the first place’ (p.11).  

 

3.4.5. SPELL Framework (National Autistic Society)   

According to Beadle-Brown and Mills (2010) SPELL is described as  ‘a framework for 

the development of understanding and good practice that provides a context for other 

approaches and interventions, underpinning person-centred approaches for people on 

the autism spectrum’ (p.69). It is at the core of NAS’s training on autism and their 

provision of services for people with autism (Beadle-Brown and Mills, 2010). SPELL 

uses cognitive learning theory to develop five key pillars of good practice: structure, 

positive approaches and expectations, empathy, low arousal, and links with the 

community. NAS recommends that the SPELL framework could be used by any carer 

of children or adults on the spectrum or for practitioners to deliver training to care and 

support staff. SPELL points out three main goals of intervention: (Beadle-Brown and 

Mills, 2010):  

 

• First, to increase adaptive functioning (everyday functioning and skills in the 

areas of social, communication, play/imagination and in the ability to learn). 

• Second, to reduce or eliminate problematic behaviours.  

• Third, to improve or enhance the quality of life of the individual.  
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According to SPELL (Beadle-Brown and Mills, 2010) interventions in autism should 

also ‘recognise the features of autism and reduce anxiety, enhance motivation and 

concentration; and treat any other conditions that the person has’. Rapport, 

commitment, and the development of a relationship with the person who receive the 

care are essential to the implementation of this personalised approach (Beadle-Brown 

and Mills, 2010). There are five core elements or principles (Table 3) to the framework 

(National Autistic Society, 2019e):   

 

Structure 

Structured environments should be created using visual information, making the 

world a more predictable, accessible, safer place, aiding personal autonomy and 

independence and reducing anxiety because a person knows what is going to 

happen and what is expected of them. 

Positive (approaches and expectations)  

Parents and carers should seek to establish and reinforce self-confidence and self-

esteem by building on natural strengths, interests, and abilities. Expectations should 

be high but realistic and based on careful assessments that include the barriers in 

accessing opportunities.  

Empathy 

Seeing the world from the standpoint of the individual with autism is a key ingredient 

in support: knowing motivations, interests, as well as preoccupations and what 

distresses them. The quality of the relationship between the person and supporter 

is of vital importance.  

Low arousal 

Approach and the environment need to be calm and ordered to reduce anxiety and 

aid concentration. Distractions should be minimal, paying particular attention to 

https://www.autism.org.uk/about/strategies/visual-supports.aspx
https://www.autism.org.uk/about/family-life/in-the-home/environment.aspx


120 
 

Autism and Learning Disabilities: Developing a Relationship-Centred Approach for Support Workers in Social Care 
Francisco Urbistondo Cano 2021 - University of Bedfordshire - Professional Doctorate in Systemic Practice 

 

noise levels, colour schemes, odours, lighting, and clutter. Some people may seek 

out sensory experiences. Low arousal should not be confused with 'no arousal'.  

Links  

Organisations, carers and professionals should see autistic people, their parents, or 

advocates as partners; they should share information as open links and 

communication to reduce the risk of misunderstanding, confusion, or the adoption 

of fragmented, ‘piecemeal approaches’.  

Table 3: A summary of the SPELL’s 5 principles (Beadle-Brown and Mills, 2010). 

 

 

Relational qualities in SPELL  

Three elements in the framework (Positive expectations, empathy, and links with the 

community) emphasise a relational aspect. The care relationship is described as ‘vital’ 

and working with people on the autism spectrum is referred to as a ‘craft’. SPELL is 

described as a ‘socially valid mechanism for understanding and responding to autism’ 

(Beadle-Brown and Mills, 2010, p.123). Following this definition, ‘mechanism’ could 

refer to a set of parts that work together, or to a way of doing something that is already 

planned (Cambridge.org Dictionary, 2019). I wonder if there might be a tension 

between support as a ‘craft’ and a pre-planned ‘mechanism’?. The idea of ‘responding 

to autism’ as something generic, perhaps illustrates SPELL’s focus on the person with 

autism. Perhaps following a behavioural tradition, the role of the carer has at least two 

pedagogic goals: to increase adaptive functioning and to reduce or eliminate 

problematic behaviours. SPELL is used to assess and review interventions using a 

traffic light system (Figure 43) from the underlying idea that every person needs to 

have a quality of life.   

https://www.autism.org.uk/about/behaviour/sensory-world.aspx
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Figure 43: SPELL framework as assessment tool for interventions.  

 

3.4.6. Low Arousal Approach (McDonnell, 2002, 2019) 

This is described as ‘a person-centred, non-confrontational method of managing 

behaviour’ and ‘a crisis management strategy which encourages stress reduction and 

de-escalation’ (McDonnell et. al, 2002). The Low Arousal Approach was developed by 

clinical Psychologist Andrew McDonnell in the 1990s and it was presented as a 

combination of his work and a philosophical approach to manage stress with early 

roots in Buddhism and mindfulness meditation. McDonnell (2020) argues that the Low 

Arousal Approach ‘is about us (carers) and not the people we support’, referring to the 

important component of reflexive practice that his method has. Through crisis 

management, the Low Arousal Approach intends to create a change in the culture and 

leadership ‘in which people say no more to restraint’ (McDonnell, 2020). The company 

that McDonnell founded in 1992 is called ‘Studio III training systems’ (Figure 44) 

because the approach needs to be embedded into the organisation and not just be 

considered as isolated training (McDonnell, 2020). The Low Arousal Approach is also 

defined as a ‘behaviour management philosophy with a range of behaviour 

management strategies’ that focus on the following aspects (McDonnell, 2019):  
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1. The reduction of physiological arousal and manipulation of antecedent triggers 

(including the understanding of sensory factors).  

2. The prevention of aggression and other challenging behaviours.  

3. Crisis strategies which avoid punitive consequences and seek low intensity 

solutions.  

4. A reflective approach to behaviour management where people are 

encouraged to reflect on their own contribution to behavioural incidents. 

 

 

Figure 44: Screenshot of ‘Studio3 Training Systems’ website at www.studio3.org. 

 

 

The Low Arousal Approach was developed as a response to observing people in 

community and institutional settings who were often exposed to punitive practices and 

analysing how staff appeared to directly trigger behaviours of concern in distressed 

individuals (McDonnell, 2019). A key part of the approach is adopting a humanistic 

view of people, and the concept has been reformulated to include the following 

themes:  
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• Trauma: when working with individuals who are stressed and aggressive, 

carers must avoid strategies that were used in a traumatic past. Viewing clients 

as ‘traumatised’ tends to alter the perception of their behaviour and modify 

carer’s responses to that behaviour by developing empathy towards the 

individual (McDonnell, 2019).  

• Reflective practice: as all behaviour is meaningful, carers must ask themselves 

why the person needs to engage in that behaviour (McDonnell, 2019). Carers 

should engage in reflective practice by evaluating their performance in 

situations and learn from both positive and negative experiences (Schön, 

1987).  

• Emotional contagion: carers should be aware of their own emotions when 

working with a client. Emotions, both positive and negative, can spread from 

person to person, and group to group (Elven, 2010, in McDonnell, 2019).  

 

McDonnell (2019) emphasises that his approach is ‘much more than a collection of 

techniques employed when someone is melting down’ and claims that the Low Arousal 

Approach has become a philosophical approach. It seems very relevant that care staff 

are invited to reflect on their practice as well as applying behavioural technology 

through strategies and techniques to change a person’s behavioural repertoire. 

McDonnell (2019) developed a useful set of checklists (Table 4) of important things to 

consider in different stages of a crisis. As an example, I will include in this analysis 

only the first three ideas in each category:  
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Pre-crisis 

checklists 

• Physical health: Have minor aliments been checked 

(migraines, gastric problems, etc)?  Toilet? Constipation? 

Sleep cycle? 

• Lack of structure: Is the person resisting against their 

normal routine?  

• Lack of predictability: Is the person’s behaviour less 

predictable?  

De-Escalation 

Strategies  

 

• Can we reduce stress in the person's immediate 

environment (noise, crowding)?  

• Can we reduce decision-making for the person?  

• If the sleep cycle is disturbed, how can we help to normalise 

this?   

Post-incident 

reactive plan   

• Do you have a clear understanding of why the person 

behaved in the way they did?  

• Do you still see the person as stressed and does that impact 

on their behaviour?  

• Do you still see the person as traumatised and does that 

impact on their behaviour?  

 

Table 4: A brief selection of a wider checklist, 
 developed by the Low Arousal Approach  

 

3.5. Focus on communication & interaction   

3.5.1. Gentle Teaching   

 

Gentle Teaching (McGee et. al, 1987) is ‘a methodology to nurture; teach; and sustain 

a sense of companionship, connectedness, and community for those who have 

repeatedly experienced an existence of disconnectedness, isolation and loneliness’. 

It was developed in the 1980s by John McGee and his colleagues as an approach for 
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helping people with an intellectual disability and severe behaviour problems (McGee 

et. al, 1987), and as an alternative from the behaviouristic approach that was being 

applied to people with an intellectual disability (Van de Siepkamp et al., 2018).  

 

McGee dedicated his life to serving vulnerable and marginalised people, especially 

people with an intellectual disability (Gentle Teaching, 2020) because he was inspired 

by the Theology of Liberation and the work of Paulo Freire (1970) in the sense that 

every human being needs to feel safe, loved and connected with others. Gentle 

Teaching is a way of ‘being with’ marginalised people and teaching them to feel safe, 

loved, and loving as well as engaged, which is the foundation for human existence 

and growth (Figure 45). The aim of Gentle Teaching is to benefit people who receive 

care, by allowing them to feel more connected and engaged, as well as safe and 

secure with the relationships around them. 

 

Figure 45: One of Gentle Teaching’s main ideas 
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Gentle Teaching is about building a Culture of Gentleness that incorporates 

compassion as an alternative to the reactive and restrictive practices that are 

commonplace in working with those who present with complex needs (Gentle 

Teaching International, 2020). Gentle Teaching is described as an international 

movement and community with presence in countries around the world in which love 

is an essential component (Gentle Teaching International, 2020):  

Gentle Teaching is about unconditional love. It recognises that many 

people are burdened with memories of distrust and fear and that their 

hearts are broken. It focuses on teaching them a sense of 

companionship. Through this process, violent behaviours begin to 

disappear, and new ones emerge.  

 

 

Pillars of Gentle Teaching  

At the core of Gentle Teaching is what McGee called the ‘Psychology of 

Interdependence” which argues that every human being needs to live connected with 

others in an equal and mutual relationship, and embedded in a loving and caring 

community. This community invites the individual to develop his qualities for the benefit 

of himself/herself and the community (Gentle Teaching International, 2020). The basis 

for social development is a relationship called companionship and this has four pillars 

(Table 5):   
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S
a

fe
 

• Feeling safe is the foundation for building trusting, meaningful 

relationships; this includes feeling emotionally, physically, 

psychologically, and environmentally safe. 

L
o

v
e

d
 

• Creating cultures of support where everyone feels valued, 

regardless of their interactional challenges. 

• Behaviours are a symptom of feeling emotionally unsafe. 

• Supporting the person to experience the feeling of unconditional 

social relationships is essential.  

L
o

v
in

g
  

• To truly be a part of community, one must find value in being in 

relationships with others.  

• It is a caregiver’s responsibility to demonstrate the skills 

necessary to become connected to the people around us, 

assisting others to nurture meaningful relationships. 

E
n

g
a
g

e
d

 • To live fulfilling lives, people need to have purpose in their days.  

• Discovering ways to get involved in meaningful activities, finding 

value in relationships, and building connections within community 

is an essential aspect of one’s life journey. 

Table 5: The four pillars of Gentle Teaching. 

 

Using the ‘self’ as a tool   

Gentle Teaching is not a methodology that describes exactly what steps to take in 

which phase of the process (Van de Siepkamp et al., 2018) but instead is like a toolbox 

containing several tools with guidelines. As it is based on the relationship between the 

caregiver and the person who receives the care, it seems essential that it is an 
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organisational approach. McGee and Brown (2014) warn that otherwise, staff might 

find it easy to fall into misconceptions about Gentle Teaching, for example that it is 

about ‘letting the person do whatever’ or ‘all this kindness will just spoil the person and 

let him/her get away with bad behaviour’ (p.12).  

 

In Gentle Teaching, people who use the service are called ‘special friends’, care 

workers are referred to as ‘Caregivers’ and ‘Gentle Teachers’, whilst senior staff who 

are able to supervise and train are called ‘mentors’ (McGee and Brown, 2014). 

Caregivers are invited to reflect and talk with other caregivers about their own 

attitudes, about companionship, engaging in the community, explore feelings about 

the people they support, and how they use the care-giving tools. Some questions that 

guide this process are as follows (McGee and Brown, 2014):  

 

✓ Do we see the person as our sister or brother?  

✓ Is our touch soft and loving?  

✓ Are our words comforting and uplifting?  

✓ Is our gaze warm?  

✓ Do we sense our authenticity?  

✓ Can we engage the person in a smooth flow of conversation and activity?  

✓ Is it possible to bring the person into engagement with others?  

✓ Do we elicit loving responses from the person? 
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Under the Gentle Teaching methodology, carers and educators are taught that they 

themselves are instruments of peace. They can bring messages of non-violence, 

forgiveness, empathy, and total acceptance. They are encouraged to use ‘tools’ or 

instruments to connect and build relationships with those around them (McGee and 

Brown, 2014) which are as follows (Table 6): 

O
u

r 
p

re
s
e

n
c

e
  
 

• The caregiver’s presence must be a strong and on-going sign of 

unconditional love. Use it to bring a message of peace, non-

violence, and total acceptance.  

• Caregivers reflect on the meaning of their presence and find ways 

to make sure it signals feelings of safety and love. 

O
u

r 
h

a
n

d
s
  
 

• The caregiver’s hands need to send a message of peace and 

love.  

• Use them softly and lightly to generate a feeling of being safe and 

loved. 

O
u

r 
w

o
rd

s
  • The caregiver’s words have to uplift.  

• Use them hushed and comfortingly to nurture and uplift broken 

spirits. 

O
u

r 
e

y
e

s
  

 • The caregiver’s eyes are like a loving embrace of the person.  

• Use your eyes warmly and in a nurturing way, piercing into murky 

hearts and bringing healing, warmth, and consolation. 

Table 6: Caregivers use themselves as the tools to teach others. 
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3.5.2. Responsive Communication     
 

This approach is defined as  

a combined holistic way of getting in touch with autistic individuals with 

whom we struggle to communicate, they with us and us with them. It is 

an add-on to ‘intensive interaction’ approach that not only pays attention 

to and responds to body language but at the same time addresses 

sensory processing issues (Caldwell et al., 2019, p. 13).  

 

It was developed by biologist and scientist Phoebe Caldwell with 45 years of 

experience as a practitioner working with people with autism. Caldwell’s way of 

working is described as ‘rooted in respect for the identity of the individual as they are, 

rather than as we might like them to be’ and the term responsive communication is 

used to describe her approach as a ‘communication support’, a tool so that the 

individual with autism always has ‘a meaningful point of reference’ (Caldwell Autism 

Foundation, 2019). In Caldwell’s (2019) own words, ‘If you have autism, the brain is 

like a kaleidoscope where the pattern never settles. I use body language to tune into 

people on the spectrum. It’s easy to learn’ (Figure 46).  
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Figure 46: Screenshot from Phoebe Caldwell’s website. 

 

Responsive Communication (Caldwell et al., 2019) understands that autism ‘is a 

problem caused by nerves in the brain that do not link up in the normal way during 

development of the nervous system’ and this is called disrupted cortical connectivity. 

Under this concept, nerves can be over-connected (during information processing too 

many nerves fire off), or under-connected (messages are not reaching the correct 

destination), or messages may be sent to the wrong part of the brain. In order to avoid 

being drawn into sensory overload, the individual with autism retreats into repetitive 

behaviours or special interest activities, isolating themselves from disturbing input. 

This approach (Caldwell et al., 2019) understands that, as a result, the person with 

autism is experiencing ‘meltdown’, fragmentation’, more properly known as an 

‘autonomic storm’, which is the outcome of a rise of activity in that part of the autonomic 

nervous system known as the sympathetic nervous system. In the context of this 

approach, a support worker or carer is a ‘communication partner’ and is invited to 

respond to the autistic person by doing three things (Caldwell et al., 2019):  
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1. Observing the autistic person’s experience of sensory inputs (visual, auditory, 

tactile etc) and identifying which inputs cause distress or discomfort, and which 

are neutral or positive.  

2. Creating an autism-friendly environment by reducing or eliminating sensory 

stimuli that are causing the person distress (inputs to which they are hyper-

sensitive) and increasing those sensory inputs which they experience as 

positive, or to which they are hypo- or under-sensitive.  

3. Tuning into and responding to the person’s body language using Intensive 

Interaction (mirroring and then developing the body language the person is 

using to communicate with themselves, such as particular hand movements, 

foot tapping, breathe holding/releasing and so on). 

Finally, Caldwell et al. (2019) explain that by responding to the autistic person, the 

care staff will build emotional engagement between themselves and the autistic 

person; and that emotional engagement will lead to greater social interaction.  

 

 

 

3.5.3. Social Stories and Comic Strip Conversations  

 

Social stories are described as ‘a respected evidence-based practice used worldwide 

with people with autism of all ages’ and ‘a social learning tool that supports the safe 

and meaningful exchange of information between parents, professionals, and people 

with autism’ (Gray, 2020). A social story should be a format in which information is 

presented in a way that people may be able to easily understand. In the 1990s, special 

education teacher Carol Gray developed social stories and comic strip conversations 

http://thecaldwellautismfoundation.org.uk/index.php/intensive-interaction/
http://thecaldwellautismfoundation.org.uk/index.php/intensive-interaction/
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as tools designed to improve understanding and social skills. Gray began writing 

stories for her students to share information that they seemed to be missing. Social 

stories are based on the idea that people with autism need to be taught social 

behaviours because their ability to gain information about their environment is 

impaired (Gray and Garand,1993). There is a defined process to developing social 

stories which people referred to as 'authors' engage in:  1) gathering information; 2) 

discovering a topic; 3) working on behalf of a child, adolescent, or adult with autism, 

referred to as the 'audience'; and 4) the development of personalised text and 

illustration. Gray and Garand (1993) established that social stories are written within 

a student's comprehension level, using vocabulary and print size appropriate for their 

ability. The stories include types of short, direct sentences: descriptive sentences 

about what is happening and why; directive sentences that explain what is expected 

as a response to a situation, and perspective sentences which show a situation from 

another point of view. The following example (Figure 47) is available on Carol Gray's 

website, and illustrates what a schedule is.   

 

Figure 47: Example of a detail of a social story freely available at www.carolgrays.com. 
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The National Autistic Society (2020b) recommends the use of social stories for:  

• Developing self-care, social and academic skills.  

• Helping someone to understand how others might behave or respond in a 

particular situation. 

• Helping others understand the perspective of an autistic person, and why 

they may respond or behave in a particular way. 

• Helping a person to cope with changes to routine, and unexpected or 

distressing events.  

• Providing positive feedback to a person about an area of strength or 

achievement in order to develop self-esteem. 

• And as a behavioural strategy (for example: what to do when a person is 

angry or how to cope with obsessions).  

 

Gray also developed what she calls Comic Strip Conversations, which are defined as 

conversations ‘between two or more people that incorporate the use of simple drawing’ 

(Gray, 1994). These visual representations of a conversation are meant to offer 

support to individuals who struggle to comprehend the exchange of information which 

occurs in a conversation (Gray, 1994). Comic strip conversations use stick figures and 

symbols to represent social interactions and abstract aspects of a conversation, 

colours to represent the emotional content of a statement or a message (National 

Autistic Society, 2020b), and show what people say, feel, do, and think in a 

conversation. Comic Strip Conversations might be easy and simple to draw on paper 
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or even with predesigned templates using the program Powerpoint (Developed by 

Microsoft) to illustrate different stages of a conversation (Figure 48): 

 

 

Figure 48: Example of a comic strip conversation developed with Powerpoint.  

 

 

The National Autistic Society (2020b) recommends the use of comic strip 

conversations as they can help autistic people understand concepts that they find 

difficult with regards to different social situations, and they can also offer an insight 

into how an autistic person perceives a situation.  

 

3.5.4. Makaton  

 

Makaton is defined as ‘a language programme that uses symbols, signs and speech 

to enable people to communicate. It supports the development of essential 
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communication skills such as attention and listening, comprehension, memory, recall 

and organisation of language and expression’ (Makaton.org, 2020). The starting point 

of this approach is that being able to communicate is one of the most important skills 

we need in life, and that using symbols and signs with speech help to provide extra 

clues about what someone is saying. The Makaton Language Programme is a visual 

representation of language that has two vocabularies: a core vocabulary of essential 

words or concepts which is taught first (Figure 49); and a much larger topic-based 

vocabulary with signs and with symbols (Figure 50) covering broader life experiences 

(Makaton.org, 2020): 

 

Figure 49: Example from a free training resource about signs. 

  

Figure 50: Example from a free training resource about symbols.  
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3.5.5. Picture Exchange Communication System (PECS) 
 

PECS is described as ‘a unique alternative and augmentative communication system’ 

(PECUSA, 2020). It was developed by Dr Andy Bondy and his wife Lori Frost, a 

Speech and Language Therapist, in the USA in 1985. PECS was first implemented 

with pre-school students diagnosed with autism and later implemented worldwide with 

learners of all ages who have various cognitive, physical and communication 

challenges (PECUSA, 2020). The PECS teaching protocol is based on applied 

behaviour analysis (ABA) and provides specific prompts and reinforcement strategies 

to the learner with the goal of increasing independent communication skills by applying 

a standardised protocol (PECUSA, 2020). There are six phases for learning, and this 

begins by teaching an individual to provide a single picture (Figure 51) of a desired 

item to a 'communicative partner' who immediately reinforces the request. At a later 

stage, the system teaches how to differentiate different pictures and how to put them 

together in sentences. In more advanced phases, learners are taught to answer 

questions and make comments.  

 

 
Figure 51: Snapshot of free educational resources available online. 
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3.6. Training that focuses on behaviours and physical intervention  

 

3.6.1. Introduction to the use of physical restraint   

 

According to the Challenging Behaviour Foundation (2020c), 27,000 people in the UK 

have been given the label of having challenging behaviour, which is often used as a 

diagnostic label, leading to stigmatisation and exclusion. CBF (2019) aims to 

demonstrate that individuals with a severe learning disability who are described as 

having challenging behaviour, can enjoy ordinary life opportunities when their 

behaviour is understood, and they are appropriately supported. CBF classifies 

‘restrictive interventions’ as follows (Challenging Behaviour Foundation, 2019):  

• Physical restraint: direct physical contact between the carer and the person, 

including being pinned to the floor.  

• Seclusion: supervised containment or isolation away from others in a room the 

person is prevented from leaving.  

• Mechanical restraint: materials or equipment are used to restrict or prevent 

movement; for example: the use of arm splints, or being strapped into a chair.  

• Blanket restrictions: these are rules which restrict what a person is able to 

participate in, for example, the lack of access to outdoor space.  

• Chemical restraint: the use of medication in response to someone’s behaviour.  

 

CBF (2020) alerts that children, young people, and adults with learning disabilities 

and/or autism are at risk of experiencing restraint and seclusion in inpatient services, 
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including prone restraint, which refers to holding a person face down to the floor 

(Figure 52).  

 

Figure 52: News article against the use of face-down or prone restraint (Adams, 2018). 

 

The Department of Health and Social Care (2014) warns that such prone restraint is 

extremely distressing and poses a risk to the person’s breathing (and incidentally, their 

life) and should not be used as a planned intervention. According to NHS Digital, at 

the end of October 2020, there were 2,060 children, young people, and adults within 

inpatient settings (CBF, 2020c). In August 2020, they have experienced 4,306 

restrictive interventions, although the actual figure is likely to be much higher due to 

under-reporting. CBF (2019) made shocking accounts of how restrictive interventions 
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are applied on young people in schools, and their physical and emotional impact on 

the receivers. 

The guide ‘Positive and Proactive Care’ (Department of Health, 2014) emphasises a 

human rights approach with a focus on positive relationships between care staff and 

their clients through the following key principles:   

• Compliance with the relevant acts in the European Convention on Human 

Rights at all times.  

• Understanding people’s behaviour allows their unique needs, aspirations, 

experiences and strengths to be recognised, and their quality of life to be 

enhanced.  

• Involvement and participation of people with care and support needs, their 

families, carers and advocates are essential, wherever practicable and subject 

to the person’s wishes and confidentiality obligations.  

• People must be treated with compassion, dignity, and kindness.  

• Health and social care services must support people to balance safety from 

harm, and freedom of choice.  

• Positive relationships between the people who deliver services and the people 

they support must be protected and preserved.  

 

The Department of Health and Social Care (2014) indicates the use of Positive 

Behavioural Support as a framework that seeks to understand the context and 

meaning of behaviours, to enhance a person’s quality of life and reduce the use of 

restrictive interventions. Robinson (2018) warns that there is also a legal implication 

‘to the use or non use’ of restraint: a person who is restrained may sue caregivers for 
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using excessive force and causing injury, but a person who was not restrained might 

be sued for causing injury to others and failing in their duty of care. The Department 

of Health and Social Care (2014) states that people present ‘behaviours that are 

challenging’ due to the following reasons:  

• They have challenging or complex needs that are not being met: unusual needs 

and personal preferences, sensory impairments, or mental or physical health 

conditions.  

• They are exposed to challenging environments in which behaviours of concern 

are likely to develop. For example: in environments which lack stimulation, there 

are high levels of demand placed on people, restricted or unpredictable access 

to preferred activities; where there is insufficient availability of positive social 

interactions, or where personal choices are not offered and/or honoured.   

• They typically have a generally impoverished quality of life. 

 

In an Ecology of Social Care (Figure 53) a Positive Behaviour Support Plan is a 

document with direct instructions in relation to how to support a person who is often 

described as ‘having complex needs’ and presenting ‘challenging behaviours’ or 

‘behaviours of concern’. It is expected to be an active document that is assessed 

periodically by the behavioural or PBS practitioner in the specialist support provider 

with input from the CLDT.  
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Figure 53: A PBS plan in the Ecology of Social Care. 

 

The Department of Health and Social Care (2014) recommends the use of behaviour 

support plans composed of: primary preventive strategies (in order to ensure that 

aspects of the person’s environment that they find challenging are identified and 

addressed); secondary preventative strategies (responses when a person starts to 

become anxious, aroused or distressed) and tertiary strategies (how people should 

react when a person’s agitation further escalates to a crisis where they place either 

themselves or others at significant risk of harm). Tertiary strategies may include the 

detail of planned restrictive interventions to be used in the safest possible manner, 

and which should only be used as an absolute last resort (Department of Health, 

2014).  
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The Challenging Behaviour Foundation’s research (2019) suggests that there is a 

need for better training to help staff understand learning disabilities, autism and 

challenging behaviour, and the use of Positive Behaviour Support (PBS) to guard 

against restrictive practices being misused as a main method to address behaviours 

that challenge. There are specific providers of training in relation to restrictive 

interventions. For their relevance in the training market, I have analysed Team Teach 

and  MAPA, and explored courses about ‘challenging behaviours’ offered by the 

National Autistic Society and the Challenging Behaviours Foundation.  

 

3.6.2. Team Teach  
 

This is described as ‘training to support positive behaviour management with 

transformative training’ and being ‘on a mission to equip everyone with the tools they 

need to understand behaviour and manage challenging situations, at work or in daily 

life, in a positive and respectful manner’ (Team Teach, 2020).  

 

Team Teach state that they offer ‘practical solutions that lead to real change’ by 

developing team building, personal safety, communication, and verbal and non-verbal 

de-escalation techniques for dealing with challenging behaviour. The goal is that these 

strategies will reduce the need for physical intervention, which Team Teach calls 

‘positive handling techniques’ and involves direct physical contact between the carer 

and the person with behaviour that challenges. Team Teach argues, ‘as a last resort, 

we teach positive handling techniques to resolve conflicts in ways that are safe, and 

which provide opportunities for repair and reflection for everyone involved’ (Team 

Teach, 2020). The rationale is that positive handling is meant to be just one part of a 



144 
 

Autism and Learning Disabilities: Developing a Relationship-Centred Approach for Support Workers in Social Care 
Francisco Urbistondo Cano 2021 - University of Bedfordshire - Professional Doctorate in Systemic Practice 

 

whole-setting approach to behaviour management. Team Teach also promotes the 

recording, reporting, monitoring, and evaluation of all incidents involving positive 

handling or ‘physical control’. In their code of practice the training emphasises, 

amongst other messages, that interventions should be in the ‘best interest’ of the 

service user, they should be ‘reasonable and proportionate’ and ‘necessary’ (Team 

Teach, 2016).  

 

This behavioural management approach advocates that services should include in 

their policy a statement reflecting the ‘working realities’ in the sense that it is possible 

that bruising or scratching may occur accidentally (in the service user) and are not to 

be seen as a failure of ‘professional technique’ but rather as an infrequent ‘side-effect’ 

(Team Teach, 2016). ‘Positive handling’ is described as a holistic approach of risk 

reduction strategies and interventions from which 95% are non-physical, such as: the 

use of space, management of time, changes to the environment, stance, posture and 

gestures, facial expressions, eyes, voices and words, and simple positive messages 

(Team Teach, 2016).   

 

Team Teach encourages the use of ‘help scripts’ in which carers are advised to say, 

for example, “I can see something is wrong/something has happened…”; “I want to 

help”; “How can I help” and “Let’s go and…” Also, staff are advised to use positive 

listening consisting of ‘face the person, make eye contact, lean slightly forward, allow 

open questions and use a responsive behaviour’. The other 5% that constitutes 

physical interventions include ‘prompts’, ‘guides’, ‘escorts’, ‘restraint holds’ and 

restrictive physical interventions. An example of physical interventions is sited at  
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Figure 54, composed of four snapshots taken from the website of a school in the UK 

(Woodlands School, 2018) which claims to endorse the Teach Team approach. Those 

interventions are applied by two staff at the same time and intend to restrain the person 

from moving away whilst they calm down. Please note it is not the purpose of this 

piece of work to describe in detail every technique.  

 

Figure 54: Illustrative pictures available free/online showing different intervention techniques.   

 

The relational impact of Team Teach  

A behavioural informed training such as Team Teach (2016) includes ‘positive 

handling’ strategies in which support staff engage in physical contact with their clients. 

Although Team Teach (2016) emphasises that the strategies called ‘positively 

handling’ constitute ‘only 5%’ of its whole-setting approach, it warns about a ‘working 

reality’ in which it is possible that service users – and I would add also include support 

staff - suffer from bruising or scratching, and this should be considered as a ‘side 

effect’.  
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In this context, it is relevant to point out that positive handling involving physical 

contact, even used as a last resort, has the potential to traumatise both care staff and 

service user to the point of a potential relational breakdown. In this sense, the Low 

Arousal Approach (McDonnell, 2019) seems to be sensitive to this issue and promotes 

awareness in staff in relation to the client’s previous traumatic experiences, and the 

risk of re-traumatising a person every time they are restrained. Hodge (2015) asks 

whether ‘positive handing’ can ever really be experienced as positive or whether it is 

often little more than a mechanism of control that disregards the rights of disabled 

people? Hodge (2015) also emphasises that even by the name alone, ‘positive 

handing’ still promotes the notion of handling as a supporting and positive act. When 

analysing ‘challenging behaviours’, Hastings et al. (2013) found that the behaviour of 

support staff in the environment of people with learning disabilities is the most 

significant factor in the risk for the emergence and ongoing maintenance of challenging 

behaviours, but that PBS does not include explicit elements to motivate staff to engage 

in changing their own behaviour or their attitude. Practitioners and organisations 

applying PBS can benefit from contributions from systemic thinking and practice. For 

example, Coe (2019) has developed a tool to facilitate how care staff could engage in 

a conversation with individuals with learning disabilities, to discuss upsetting and 

difficult incidents in the form of a social story called ‘My Restraint Story’. It offers a 

focus to eliminate blame for the behaviour, supporting a discussion for looking into the 

context of the situation and to identify what the behaviour was trying to communicate.  

 

Fuchs and Ravoux (2019) compares PBS and systemic approaches and argue that 

they can fit together well: while systemic approaches facilitate conversations and bring 

multiple perspectives and potential ways forward; within a PBS framework, the 
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practitioner will offer an expert view. PBS is a more practical ‘doing approach’ in 

contrast to ‘being with’.  

 

In this context I argue that an Ecology of Care nurtures a culture in which ‘challenging 

behaviour’ is a unidimensional label, mostly attributed to an individual as part of 

themselves and their diagnosis.  It is not a multidimensional issue, a relational 

construct that understands a person in their context of relationships, and often broken 

relationships in the case of behaviours that challenge the system. I will develop these 

ideas further in the next section.   

 

3.6.3. MAPA (Management of Actual or Potential Aggression)  
 

MAPA is defined as ‘a training programme that teaches management and intervention 

techniques to help you cope with escalating behaviour in a professional and safe 

manner with a focus on prevention’ (Crisis Prevention Institute, 2020a). It is delivered 

by a company called Crisis Prevention Institute, Inc. established in the United States 

in 1980 for human services professionals to address ‘the need for training in safe, 

respectful, non-invasive methods for managing disruptive and potentially aggressive 

behaviour’ (Crisis Prevention Institute, 2020a). The training is offered through 

classroom learning and online training in many countries around the world including 

the United Kingdom. There are three main programs (Crisis Prevention Institute, 

2020b):  
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1) Nonviolent Crisis Intervention: provides staff with the skills to ‘safely recognise 

and respond to everyday crisis situations.  

2) Verbal intervention: aims at organisations who require a ‘completely non-

physical approach to intervention. It focuses on de-escalation techniques and 

safe, non-restrictive interventions’.  

3) Nonviolent crisis intervention plus advanced skills: for ‘high-risk caregivers’ and 

first responders who face a higher risk of physical violence, it provides us with 

the skills to safely de-escalate and mitigate crisis situations.   

 

MAPA advertises itself as ‘a fresh insight on behaviour management and violence 

prevention’ and it feeds into the development of PBS through a Behaviour Support 

Plan (BSP) especially as part of ‘reactive interventions’ during crisis (Figure 55):  

 

 

Figure 55: Slide on Positive Behaviour Support from a free available training online. 
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In training material available online (Crisis Prevention Institute, 2020b), MAPA 

presents its ‘crisis development model’ (Figure 56) that integrates ‘behaviour levels’ 

from the person who receives the support, and the attitudes and approaches from staff 

in which the interaction seems to be prescribed. When the individual is anxious, staff 

offer ‘an empathic, non-judgemental approach’. As the individual becomes more 

defensive and ‘begins to lose rationality’, staff are ‘directive’ in order to ‘decelerate an 

escalating behaviour’. If the behaviours continue to escalate and the person presents 

‘risky behaviours’ (behaviour that presents an immediate risk), then staff react with 

‘disengagement and/or holding skills to manage risk behaviour’. Once tension 

reduces, and there is a ‘decrease in physical and emotional energy’, staff can react 

with ‘therapeutic rapport’ and ‘re-establish communication’.  

 

 

Figure 56: Slide presenting the stages of the Crisis Development Model. 
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Figure 57: Staff are advised to use specific      
body language  

MAPA also promotes an awareness 

of the staff’s position, posture, and 

proximity in relation to their client in 

what is called ‘the supportive 

stance’ (Figure 57). MAPA states 

that this stance ‘communicates 

respect, is non-threatening whilst 

maintaining safety at the same time’ 

(Crisis Prevention Institute, 2020b).  

 

 

 

Figure 58: Staff are advised to have clear 
boundaries 

For MAPA (Crisis Prevention 

Institute, 2020b), ‘limit setting’ is 

key so they offer techniques for 

staff to follow (Figure 58). For 

example, MAPA advises to 

‘interrupt and redirect’ the 

conversation, informing the person 

the following things that will happen 

and giving them an if/then option, in 

the sense that ‘if you do this, then 

this will happen’.   
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Figure 59: MAPA promotes a ‘team approach’ to 
physical interventions.  

MAPA refers to physical 

interventions as to ‘Holding skills’ 

(Crisis Prevention Institute, 2020b). 

Staff are asked to reflect on why 

they are holding the person, what 

the risks are, what else they can do 

to reduce risks and eventually if 

they can let go of the person (Figure 

59).  

 

 

Relational impact in the application of MAPA  

In the same line of ideas as with Team Teach, I argue that physical intervention 

approaches have the potential to traumatise caregivers as well as clients. Physical 

interventions create a culture of control and punishment and there is always the risk 

that autistic people with learning disabilities could eventually find some of these 

physical interventions attractive from a sensory perspective. For example: a young 

person might engage in behaviours that present a challenge to elicit the sensory input 

which might arise from the physical proximity and the strength applied of two people 

holding them tightly in a chair. Perhaps the question is, how can we continue to create 

environments in which people would not need to engage in the physical assault of 

risky behaviours against themselves or others?  
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3.6.3. Training by the National Autistic Society and the Challenging Behaviour 

Foundation:  

 

NAS (2019f, 2020a) organises conferences and training courses, including online 

training. One course that I would like to focus on is called ‘Understanding stress and 

anxiety in autism and their impact on behaviour’. This seems to represent an 

interesting shift from pointing to managing 'challenging behaviours' to focus instead 

on ‘how distress may be expressed in ways that challenge the person and others who 

struggle to understand them’ (National Autistic Society, 2019f, 2020a). In this shift, 

distress affecting a person seems to be in the foreground, and the role of staff seems 

to be 'understanding' rather than 'managing'. 

 

The course covers: 

• What are stress and anxiety? 

• How do stress and anxiety affect autistic people? 

• What do we mean by 'distressed behaviour' or 'behaviour that challenges'? 

• How to use the SPELL framework to understand behaviour so the carer can 

offer useful support?  

 

Online courses can be taken as separate modules and include: Understanding autism, 

Autism and communication, Autism and sensory experience, Autism, stress and 

anxiety, Autism: supporting families, Autism, sport and physical activity, Autism, and 

the police service, Safeguarding children on the autism spectrum, and Women and 

Girls on the autism spectrum.    
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Training offered by the Challenging Behaviour Foundation (CBF) focuses on 

behaviour and communication through courses such as ‘Positive behaviour support’ 

(PBS), ‘Communication and behaviour’, ‘Understanding challenging behaviour’ and 

‘Supporting behaviour change’ (Challenging Behaviour Foundation, 2020a). PBS 

workshops are delivered by a trainer and a co-trainer family carer. The Communication 

and Behaviour workshops cover how we communicate, why communication is 

important and the barriers people with severe learning disabilities face in order to 

communicate. The workshop teaches a variety of non-verbal communication methods 

and the use of communication passports. 

 

CBF advises that participants attend the course on Understanding Challenging 

Behaviour and one month later they can attend Supporting Behaviour Change 

(Challenging Behaviour Foundation, 2020a). The aim is that participants ‘will be able 

to use the same language and work from the same starting point’. The gap between 

both workshops allows participants the opportunity to practice recording episodes of 

challenging behaviour and identifying possible reasons for the behaviour. At a later 

stage, they will develop positive behaviour support strategies. 

 

3.7. Private-led training and consultancy  

3.7.1. Pathway Associates  

This is a not-for-profit organisation operating as a social enterprise whose goal is that 

‘disabled people live the lives they choose as equals in society and their local 

communities’ (Pathway Associates, 2020). This organisation seems to be a good 

example of working systemically from the individual level to the organisational and 
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strategic policy level. This community interest company is based in the north of 

England, and emphasises that their work includes:  

• Promoting increases in the levels of independence, choice and control 

experienced by disabled people over their lives.  

• Improving disabled people’s access to services.  

• Improving the quality, cost effectiveness and outcomes of specialist and 

targeted services. 

• Supporting and influencing the development and implementation of policy and 

strategy at local, regional, and national levels. 

 

Pathway Associates (2020) describes itself as offering ‘a broad range of consultancy 

support to both health and social care organisations’ that includes a wide portfolio of 

products and services such as training events, delivering projects and research and 

development in keeping with their vision and values. This organisation seems to be a 

good example of a company composed of social care and health staff. Learning 

disability nurse Dene Donalds is the co-founder and director, and social worker Lynn 

James-Jenkinson is their team manager. They offer part-time paid work to autistic 

people and work under the concept of co-production in which they train care staff and 

their managers in:  

• Person Centred Coaching (Figure 60): competence in planning and coaching 

styles that achieve ‘real positive change’. This bespoke course can also be used 

to build person-centred cultures within organisations.  
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• Personalisation: supporting teams and organisations to become confident in 

approaches of personalisation.  

 

Figure 60: Chart illustrating the values of Person-Centred Coaching. 

 

Pathway Associates (2020) also offers training and programs to service providers that 

can last over several half day sessions. For example, a programme called ‘Welcome 

values: Quality Checker Programme’ includes the perspective of ‘Experts by 

Experience’, people who receive the service, in reviewing and developing quality 

monitoring of the service.  

 

2.7.2. Orenda Training and Consultancy  

This company describes itself as a ‘social care provider established to provide 

fantastic support to organisations involved in supporting people with their lives’ 
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(Orenda Training and Consultancy, 2020). This company was founded by social care 

professionals and offers a change in the language of their descriptions: what other 

training describes as service users, they call ‘people who use services’; what other 

approaches call support staff, they describe as ‘people with daily contact with people 

with ASC’ or ‘people who work in human service organisations’. Orenda seems to be 

another good example of a wider approach that includes working systemically with a 

focus on the following (Orenda Training and Consultancy, 2020):  

 

1) Improving the lives of people who use and work in human services organisations.   

2) Improving services and leadership within organisations.  

3) Improving the performance and wellbeing of people who work in social care through 

coaching, mentoring, training, team, and organisational development.  

 

Orenda Training and Consultancy (2020) was founded by Judith North, who describes 

herself as ‘having 30 years of international experience and expertise in challenging 

her own thinking and coaching others to do the same and overcome self-created 

barriers to maximum performance’. North works with people who are neuro-diverse, 

have significant reputations and whom organisations describe as challenging. Orenda 

(2020) explains in its website their offer of workshops called ‘Autism from the inside 

out’, ‘Autism in depth’ and ‘Emotional Intelligence’ (Figure 61). Workshops are co-

delivered with people who have lived experience and are designed to raise awareness 

of ‘living with autism’, understanding basic support needs and strategies for supporting 

people well, and cover a range of interventions, best practice, and innovation. Orenda 

points out that ‘participants leave with a better understanding of Autism and a range 
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of practiced tools and strategies to draw from to support people well’. The workshop 

on emotional intelligence invites participants to ‘work at ease with yourself and others’ 

and offers training and team development.  

 

Figure 61: Orenda publication, offering team development as well as training. 

 

 

This company also offers bespoke training as well as a range of ‘products’ designed 

around understanding a person and supporting their circle, team, organisation, or 

service system ‘to get it right’. They also provide interventions where services and 

service systems ‘are failing someone’.  

 

From an organisational perspective, Orenda offers inputs, feedback, and 

recommendations such as assessing and developing organisational structures, 

service design, leadership capability and capacity, systems, policies, and procedures, 

as well as working with stakeholders, and learning and development capacity. Orenda 
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also offers an Autism Champions Course in which a member of staff, family member 

or person with lived experience of Autism becomes an expert and resource for others. 

  

From the videos and written information available on their website, it seems clear that 

Orenda embraces the neurodiversity paradigm in thinking about autism (Orenda 

Training and Consultancy, 2020). Their course called ‘We Are All Wired Differently’ is 

intended to offer ‘a new way of thinking’. Participants expressed that the course offered 

open discussions in a safe environment that helped to challenge their own point of 

views (Orenda Training and Consultancy, 2020). The course also used real life stories 

shared by the trainers and other participants that helped to personalise the course 

materials. Opinions from participants available on the website emphasised how 

important it was for them to ‘separate the person from the act’ and ‘how to support self 

and others working alongside people who are tricky’ (Orenda Training and 

Consultancy, 2020). Orenda's approach seems to be different from mainstream 

behavioural models that mainly focus on behaviours. As one participant points out 

online, ‘If you come across a tricky person, see that person not their actions’.  

 

3.7.3. Open Future Learning  

 

Training and learning have been touched by developments in technology with new 

tools and online learning platforms. Open Future Learning is a good example of this, 

a company that describes itself as an ‘an online learning provider 100% dedicated to 

the learning disability workforce’ (Open Future Learning.org, 2020). This online 

platform (Figure 62) emphasise that they offer ‘the power of stories, dedicated 

specialists, engaging content, learning on demand, action learning, blended learning, 
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and value for your money’. Open Future Learning was founded by Ben Drew, an 

English learning disability nurse who moved to the US in 2008 (Open Future 

Learning.org, 2020). Drew emphasises that his online platform is part of his life journey 

to fight oppression and ‘create ordinary incredible lives for people with intellectual or 

developmental disabilities’ (Goll, 2018).  

 

 

Figure 62: Snapshot of the online platform Open Future Learning.  

 

 

In terms of structure, Open Future Learning seems to follow a training top-down 

approach in which an 'expert' delivers a message to 'learners'. Training participants 

can listen to professionals from the UK, USA, Canada, and Australia who are 

considered experts and leaders in the field of learning disabilities, autism, or both. In 

some short films within modules there is a balance between the personal perspectives 

of people who have autism, and the opinions and experiences of leading 

professionals. Their message is usually inspiring and based on powerful stories and 

their robust experience in the field.  
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Open Future Learning offers training in major approaches such as Active Support, 

Person-Centred Approaches Thinking and Planning, Challenging Behaviour and 

Supported Employment amongst other themes. This online platform offers learning 

which is facilitated through multimedia tools that engage the user, such as (Open 

Future Learning.org, 2020): 

 

• Interactive graphics that explain abstract concepts (Figure 63).  

• Short films with closed captions. 

• Animation. 

• Audio that is synced to written content. 

• Interactive notes. 

• Reflective action-planning functions that allow users to apply what they have 

been learning to their work. 

 

 

Figure 63: Snapshot of graphics offered in training video. 
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Open Future Learning state that their goal is to help users apply what they are learning 

to improve the lives of the people they work with ‘by reflecting on the needs and lives 

of the people they support’. One advantage that Open Future Learning seem to have 

is that they training can be accessed from multiple devices, such as a computer, a 

tablet, or a phone. It has also different formats:  

 

• Staff Learning Modules: their learning modules are advertised to be designed 

‘to benefit anyone who touches the lives of people with developmental 

disabilities’.  

• Mini Learning Modules: these take 30 minutes or less to complete and capture 

“everything” the user expects from Open Future and delivers it in a bite-size 

format.  

• Audio Learning Modules: like an interactive podcast, these modules make it 

possible to learn while the learner is doing other activities such as driving, a 

workout, doing your dishes, or any other time you are on the go.  

• Side by Side: these modules have been created so that the people who receive 

support and the people who provide support can learn together. 

• Videos on Demand: these videos host more than 800 short films that the 

platform has in its files. 

 

Finally, learning modules can also be used by groups of learners. Administrators can 

use their dashboards to track and issue certificates and forward documentation to all 

who participate in the training. 
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Further developments using technology 

Open Future Learning offers a relevant narrative that seems to emphasise a relational 

aspect in service users’ lives (Figure 64). Apart from hearing the experts in the field of 

learning disabilities, Open Future Learning offers 'Side by Side' modules that can be 

used as a collaborative tool. In this line of ideas, it would be interesting to see further 

developments of technology-based group learning tools including: 

 

✓ People with learning disabilities and their carers working as a team and a 

learning ecosystem. 

✓ People with learning disabilities and autism delivering the learning to support 

staff. 

✓ Technology being used to facilitate communication amongst members of the 

team. 

 

 

   Figure 64: Advertising for Open Future that emphasises a relational aspect in clients’ lives.  
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3.8. Government-led initiatives   

3.8.1. Greater Manchester Joint Training Partnership (GMJTP)  

 

GMJPT describes itself as a ‘unique not for profit consortium operating as a 

social enterprise by reinvesting and pooling finances to support the Greater 

Manchester Health and Social Care community’ (Greater Manchester Training 

Partnership, 2020). GMJPT is a partnership between Greater Manchester Health and 

Social Care Professionals, the North West Training and Development Team, self-

advocates, and their families living in the Greater Manchester area. In this way, it 

works with social care systems involving commissioners, providers, individuals, and 

their families ‘to achieve the aspirations of transforming health and social care for 

everyone’ (GMJPT, 2020).  Its mission is to deliver information, high quality training 

and support to providers of services, so they are ‘better able to meet the needs of 

people with learning disabilities, autism or both’.  

 

Training is co-produced with commissioners, Community Learning Disability Teams 

(CLDTs), providers, self-advocates, and their families. All training is subsidised by, 

and linked to the Greater Manchester Transforming Care Partnership, and many 

training modules are co-delivered by Experts by Experience. Training follows a 

modular approach and includes topics such as:  

• Autism awareness 

• Dementia and people with a learning disability: awareness and intervention 

workshop  

• Understanding learning disabilities 
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• Supporting friendships and relationships 

• Supporting good health care for people with learning disabilities 

• Supporting people with a learning disability and a mental health condition 

• The Mental Capacity Act and supporting decision-making 

• Total communication approach  

• Understanding behaviour  

• Forensic risk and learning disability: Individualised Risk Mitigation Profile 

 

Unlike all other training and approaches described in this dissertation, GMJPT offers 

a training programme that is officially aligned with the Care Certificate Standards, the 

LD Core Skills Education and Training Framework, and the Regulated Qualifications 

Framework. GMJPT also offers the only specific training course about ‘Understanding 

Learning Disability’ (Figure 65) that was found as part of the research process during 

this study. This course includes topics such as: a brief history of learning disability, an 

understanding of ‘quality of life’, an introduction to the Human Rights Act and how it 

relates to people with learning disabilities, and an introduction to the law relating to 

people with learning disabilities.  
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Figure 65: Flyer of a training course ‘Understanding Learning Disability’ 

 

It seems very relevant to emphasise that this course is the only training analysed that 

refers to human rights and the Human Rights Act in their description (Figure 66). It 

includes the idea of rights-based support composed by eight things people need to 

know about their clients to be a good support worker: 1) Understand my learning 

disability; 2) Understand my autism; 3) My right to communicate; 4) My right to make 

choices and decisions; 5) My right to a good health; 6) My right to friendships and 

relationships; 7) My right to a purposeful life; and finally, 8) Understand that all 
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behaviour is communication. This course is endorsed by the Challenging Behaviour 

Foundation.  

 

Figure 66: Detail of flyer promoting a rights-based support.  

 

3.8.2. The Care Certificate  

This is described as ‘an agreed set of standards that define the knowledge, skills and 

behaviours expected of specific job roles in the health and social care sectors’ (Skills 

for Care, 2020a). The Care Certificate was developed by Skills for Care, an 

independent social care charity with over 18 years of experience in workforce 
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development, in partnership with Health Education England and Skills for Health. It 

was developed following the review of health and social care support workers by 

Camilla Cavendish (2013) and designed with the unregistered workforce in mind. The 

training is made up of the 15 minimum standards that ‘should be covered if a frontline 

care worker is new to care and should form part of a robust induction programme’ 

(Skills for Care, 2020a). These standards are:  

 

1. Understand your role 

2. Your personal development 

3. Duty of care 

4. Equality and diversity 

5. Work in a person-centred way               

6. Communication 

7. Privacy and dignity 

8. Fluids and nutrition 

9. Awareness of mental health, 

dementia, and learning disabilities 

10. Safeguarding adults 

11. Safeguarding children 

12. Basic life support 

13. Health and safety 

14. Handling information 

15. Infection prevention and control 

 

 

These topics include a definition of learning disabilities (Figure 67) emphasising that 

a person with LD may have difficulty understanding information, learning new skills, 

communicating, and living independently. Training materials state that people with 

learning disabilities may have ‘symptoms’ such as: confusion due to difficulties with 

memory or relating to information, lack of insight and self-awareness, and problems 

with verbal communication. It also includes, under the standard 4, information about 

equality and diversity. However, the Care Certificate does not seem to contain 

information about autism or needs of individuals with learning disabilities and autism.  
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Figure 67: Snapshots from the Care Certificate training materials freely available online. 

 

 

Finally, Skills for Care recommends providers to include resiliency training in their 

induction programmes to provide staff with the skills to help them cope under-

pressure.  

 

3.9. In closing ‘my’ map   
 

When putting together all the previous analysis and information, it seems as if training 

and approaches are inviting support workers to do three things: 1) Learn concepts and 

ideas; 2) Manage and control aspects and behaviours of another person, and/or 3) 

Understand another person in a specific context:   
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At this level, care workers learn general 

ideas and definitions about ‘autism’, 

‘learning disabilities’, ‘challenging 

behaviours’ and they might find it difficult to 

think how those ideas could be applied to 

their daily practice.  

 

 

 

At this level, care workers become ‘trainers’ 

of their clients and their aim is to ‘manage 

appropriate behaviours’, ‘functional 

responses’ or other aspects of the life of the 

person they are working with. If the client 

resists the control, this is interpreted as 

‘challenging boundaries’, ‘wanting to control’ 

or ‘not complying’.   

 

 

 

Finally, this could be thought as a third level 

in which carers meet their clients as humans 

who also have a history, emotional and 

relational needs, rights, strengths, hopes, 

expectations, and dreams about their life 

and the future.   
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When exploring a “mainstream narrative” through my professional and personal 

lenses, I see that most training seems to promote at least five fundamental 

assumptions:  

 

1) That autistic people with learning disabilities are a ‘kind’ of people that can be 

defined and understood as a fixed and discrete category who respond to the 

ideas behind common premises, such as, ‘autistic people are’ or ‘people with 

autism and learning disabilities need’. 

2) That autistic people with learning disabilities inherently lack in skills, abilities, 

and understanding because of ‘impairments’, ‘difficulties’, ‘issues’ and 

‘developmental and cognitive delays’.   

3) That once support staff attend training and ‘learn’ the generalities about ‘autism’ 

and ‘learning disabilities’, the ‘characteristics’ of ‘this kind of person’ then staff 

can then work with people described as having these conditions.    

4) That crisis points and difficult situations between carers and clients can be 

‘managed’ and ‘fixed’ through the application of generic techniques and 

strategies which are already pre-defined, manualised, and delivered by experts.  

5) That support workers need to attend so that they learn about techniques, 

strategies, information, and that knowledge is transferred from experts to care 

staff.   

 

I also find that these training approaches share the following ten characteristics:  

✓ Their focus is on the person referred to as a client or service user who is 

under the care and support of the other person, called support, care worker, 

or practitioner.  
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✓ Many seem to advise a consistency in their approach: all staff teams who 

work with the person need to behave, interact, and communicate in a similar 

way. 

✓ Some require a technology of documents in which support staff write, 

assess, and fill in forms and paperwork.  

✓ Some require that key decisions should be taken by practitioners who are 

the ‘experts’ in that field of ‘specialism’ and who have participated in or taken 

the training.  

✓ Many of these approaches and training are manualised and there is an 

expectation that a technique will be applied by the support workers to their 

clients or customers.  

✓ Some of this training requires a practitioner to develop guidelines that 

frontline staff must apply to their everyday interaction with their clients. For 

example: a Positive Behaviour Support Plan (PBS).  

✓ Most of these approaches develop their own jargon, and technical words in 

relation to how they present and describe their method and techniques.  

✓ Some of this training involves a series of steps, and levels of expertise, and 

a training pathway necessary to acquire more depth into the learning. Many 

offer recognition in the form of a certificate upon completion of the process.   

✓ Most of the training seems costly for support workers (who earn the 

minimum wage or just above) as well as for care providers (who claim to be 

in a financial crisis). Government-led initiatives offer the only training, which 

is free of charge, or where their cost seems to be more affordable.  
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✓ Some of this training is endorsed by the Department of Health and Social 

Care, Education, and professional bodies, as well as NICE guidelines of 

best practice.  

 

When exploring training and approaches which are part of the Ecology of Social Care, 

it seems as if there are a rich variety of narratives: how the course providers describe 

autism, LD, the role of the support worker, how to intervene in a crisis, and so forth.  

From within those narratives, we could perhaps imagine horizontal poles with two 

extremes (Figure 68), increasing in complexity from the beginning to the end of the 

pole:   

  

Figure 68: A horizontal pole illustrates variances in the same theme of courses. 

 

 

With a horizontal pole in mind, we could imagine the following spectrum of themes:  

 

1. From ‘managing behaviours’ to ‘supporting people to live as equals’ 

The narrative of ‘managing behaviours’ shared by many seems wider when NAS 

offers the idea of ‘understanding people in distress’. Pathways Associates 

introduces the concept of equality and the GMJPT refers to the Human Rights Act. 
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This widening seems to enrich the perceptions that support workers might have of 

the people they are working with, maybe it is not only about ‘managing them’ but 

really supporting them to live as other people.  

2. From techniques and strategies to an organisational culture 

There seems to be a scope in the aims and ambition of different approaches. Whilst 

approaches based on manualised behavioural technology emphasise the 

application of techniques onto people, such as Active Support and PBS, others such 

as Orenda training and consultancy as well as Pathway Associates seem to focus 

on the organisational culture, even influencing the political sphere. 

3. From experts to people with lived experience of autism 

Most of the training analysed for this research has been designed, produced, and 

delivered by professionals from communication, education, health, and social care 

backgrounds. There is an emerging presence of people with autism and learning 

disabilities in training as co-facilitators, as well as family members as experts by 

experience. None of the training is produced solely by people with learning 

disabilities and autism. 

4. From one-off workshops to long-term consultancy work 

The duration of training and approaches varies from a few hours, half day, full day, 

2 or 3 days, to one three-hour workshop a month over a period of several months, 

and some require ‘refreshers’ or update training every one or two years. Short 

workshops usually focus on delivering generic information, whilst longer pieces of 
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work seem to be able to be co-produced by support staff and focus on the 

organisational culture.  

5. From prescribed interventions to team development 

There seems to be an offer input that varies from manualised and prescribed 

interventions, to what is emerging in a specific group working with particular clients 

and long-term consultancy work, which includes team development and peer-based 

learning.  

6. From medical narratives to neurodiversity narratives  

There seems to be a rich description about autism and learning disabilities about 

people with ‘deficits’ who are ‘in need’ to people who are ‘neurodiverse’ and need 

‘adaptations’ in their environment and in the way they are supported.  

7. From ‘tool-box’ to presence and connection 

There seems to be a wide variety of ideas around things to do, how to ‘do things 

with clients’ to the point of emphasising ‘being with’, being present and connecting 

with service users.  

 

Finally, my understanding after exploring the available training and approaches is that 

there is an emerging interest in the relational aspects of the work in supporting people 

with autism and learning disabilities. For example: Gentle Teaching is the only 

approach that particularly addresses the care relationship; NAS invites care workers 
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to ‘understand people in distress’ rather than manage or control, and Low Arousal 

Approaches advise support workers to reflect on their practice.  

 

Next, I will discuss what we can bring from systemic thinking, theory, and practice to 

the field of working with support workers of people with autism and learning disabilities.  
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4. Autism and Learning Disabilities from a Dialogical, Relational and 

Transmaterial perspective 
 

Summary 

In this subsection, I develop new ideas in relation to the training of support workers of 

autistics with learning disabilities. I start by exploring the context of what I am calling 

the Ecology of Social Care, and later I revise key theoretical propositions from 

dialogical, relational and transmaterial perspectives that I find meaningful in 

connection with my professional experience across different settings. Finally, I make 

the case for a shift in the professional attention from diagnostic narratives to ‘flow-

gnosis processes’.   

 

4.1. Autism and LD in the Ecology of Social Care   
 

Patricia (a fictional character) is 37 years old and has a diagnosis of Autism and 

learning disabilities. Patricia lives on the outskirts of Wimbledon in a flat with a team 

of support workers who assist her for several hours a day. Staff support Patricia in 

house chores, developing her ‘independent life skills’, participating in the community 

and offering social interaction. The team of care workers is hired and coordinated by 

a specialised private provider. Carers have already received induction training on 

values of the company: they were trained with the Care Certificate, they have 

completed online training on ‘Awareness in Autism’, they have participated in a one-

day workshop about ‘How to manage challenging behaviours’ and they have also 

received training in ‘Active Support’ and ‘Communicating with people with Autism’. 

However, something is not working – Patricia is often upset and frustrated. Staff do 
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not know what to do. They think that the problem is ‘in’ Patricia because she ‘is’ autistic 

and because ‘she has’ learning disabilities. They complain that sometimes she can be 

‘aggressive, confrontational and challenging’. They think that she needs input from 

Psychology to ‘accept boundaries’ and that possibly she needs an increase in 

psychiatric medication. The team manager is asking for a revision of the ‘behavioural 

guidelines’ already in place. Patricia already has ‘a reputation in the service’ and some 

staff are refusing to work with her, especially when it comes to taking her out because 

of the ‘risks’ that she poses to herself and others.  

 

Sadly, this is a common scenario for some people with autism and learning disabilities 

who work with support staff in social care. The biomedical perspectives of autism and 

learning disabilities present both ‘conditions’ as lifelong disabilities and they are also 

described as ‘disorders’, which means that they are ‘deviant from the norm’. 

Psychologists assess, formulate a hypothesis and work with the systems of support 

around the person and with other professionals from Health and Social Care in 

Community Learning Disability Teams (CLDT). Psychiatrists assess and eventually 

prescribe medication if they consider it necessary. 

 

In line with ideas developed during the introduction of this dissertation, an autistic 

person with learning disabilities in Social Care, is called a ‘service user’ or ‘customer’ 

and it assumed that they have ‘social care needs’. An example of this social care 

narrative is mentioned in a brief guide (Skills for Care, 2019) which states that social 

workers can ‘enable autistic adults to get the assistance they need to manage how 

autism affects them’ (Figure 65): 
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Figure 69: Snapshot of paragraph from the Skills for Care report.  

 

 

In a possible Ecology of Social Care that I have been presenting throughout this piece 

of work, a ‘customer’s needs’ should be met with a ‘service provider’. Local authorities 

and their commissioners have a budget, so they organise tenders in which service 

providers ‘bid’ and eventually one of them ‘wins’ the provision of a specific service. An 

essential part of the service provider’s business model is to manage a team of ‘care 

staff’ or ‘support workers’ and offer them training and supervision in relation to autism 

and learning disabilities.  

 

4.2. Diagnosis, or ‘knowing completely’   
 

In subsections 1 and 3, I have explored how major approaches and training about 

autism and learning disabilities seem to be congruent with the biomedical narrative of 

autism and learning disabilities. These conditions are defined in the mental health 

disorder’s manuals DSM5 and ICD11 and maintained by the biomedical discourse 

which also pervades the social care and the educational spheres.  
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In my experience of working with support workers, it seems easy to say that our 

conversations are dragged by ‘the power of the diagnosis’ in the sense of portraying 

a static and fixed view of the client. A person ‘is like that because’ they are autistic and 

‘have’ a learning disability. Diagnosis offers an umbrella for understanding the 

complexities of another person using complex words and associated explanations. But 

there is a risk that reductionist stereotypical explanations might leave people’s context 

and the care relationship away from the foreground of the attention, and even out of 

the equation. For example: often, care workers claim to find it strange that their client 

‘reacts differently to different people’ and ‘wants to do different activities depending on 

the person who is supporting them’ whilst not adhering to their activity schedule.  There 

seems to be an expectation of compliance that somehow erases the complexities and 

particularities of each unique care relationship in each unique time, context, and 

space. So, I ask myself a question that I can share with you: when training creates a 

‘kind of person’ with statements such as ‘people with autism are…’ or ‘functions of 

behaviours usually are’, could this be somehow oversimplifying and demeaning to 

autistic people with learning disabilities? Could this eventually be considered as a way 

of dehumanising another person? What are the consequences of the homogenisation 

of unique human experiences when we make assumptions and prejudgements about 

others? In looking for answers, I search for the meaning of ‘diagnosis’ as follows 

(Etymonline, 2020a):  

 

1) The word ‘diagnosis’ comes from the Greek prefix ‘dia’, which refers to 

‘completely’ and ‘gnosis’, which refers to knowledge.  

2) Therefore, a diagnosis could be understood as a ‘complete knowledge’.  
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3) But is it possible to have a ‘complete knowledge’ of a human being? Can we 

really capture the complexity of a person with any theory? If it would be 

possible, would we want to capture it? What for? Where should we ‘store it’ 

then? How should we use it and what for?  

 

This is the point at which I find it useful to turn to dialogical, relational, and transmaterial 

ways of working with people, because they offer a richer and more complex 

understanding of my work with people, not only with the person identified as a ‘service 

user’ but also with the network of support, and in particular paid care and support staff.  

 

4.3. Enriching mainstream narratives      

I find that systemic-relational-collaborative-dialogical-postmodern and socio-

constructionist ideas and practices offer me the possibility of working from a different 

position, which is alternative and complementary to the biomedical discourse. It is 

alternative because it offers, in my opinion, a richer perspective to understand work 

that involves being with another person, whilst offering care and support. It is 

complementary because it seems relevant for care workers to understand the wider 

context of their practice in terms of values and narratives of approaches and 

perspectives. As a socio-constructionist and systemically-oriented Counselling 

Psychologist, I also embrace these ideas from a personal perspective because they 

have touched upon my life. I am able to think about what I find relevant in my practice 

and make a map with those ideas, values, and practices (Figure 66): 
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Figure 70: Systemic relational-collaborative-dialogical-postmodern  
and socio-constructionist clusters of conceptualisations 

 

 

4.3.1. Individual and relational level  

 

In what could be thought of as a first level, I include the idea of people in working 

relationships. I have been touched by the people I have met over many years across 

different contexts. In that journey I have been inspired by the principles from 

Collaborative and Dialogical Practices (Anderson, 2006, 2014) and the concept of a 

Withness Position (Shotter, 2005). I also find three other ideas inspiring because they  

relate to a social justice perspective in my work: An Ethics of Care (McCarthy and 

Byrne, 2007), a Relational Ethics (Simon, 2013), and Justice-Doing (Reynolds, 2019).  
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1) Collaborative and Dialogical Practices (Anderson and Goolishian, 1992; 

Anderson, 2006, 2008, 2019)  

This is a therapeutic approach based on social constructionist and postmodern 

premises. Under this approach, the authors have developed the concept of ‘not 

knowing’, which refers to: 

The attitude and belief that the therapist does not have access to privileged 

information, can never fully understand another person; and always needs to 

learn more about what has been said or not said... not-knowing means the 

therapist is humble about what she or he knows (Anderson, 2006, p. 501). 

  

Working collaboratively with support workers under these ideas means that I try to 

emphasise that they are the ‘experts’, rather than me, ‘the psychologist’. I only see 

them and their client perhaps for a couple of hours, and for only a few occasions. I 

meet with them in what we call ‘popping in’ and ‘catch ups’. I try to avoid using terms 

from the psychological lexicon such as ‘consultation’ or ‘session’. I find that those 

words seem to reinforce the ideas of coming to a 'superior person or an expert' who 

knows more about what they or we are calling ‘the problem’. In terms of power 

dynamics, I find that the more I position myself in a less authoritative position, this 

seems to invite care staff to develop their own ideas and hypothesis. My work is 

about facilitating this process and offering my own ideas in a gentle way. This is not 

easy and implies a certain tension. Support workers seem to assume that ‘experts’ 

will bring all the answers to ‘get the full picture’ of what is going on and eventually 

‘fix it’. However, my approach is to invite them to co-produce or co-construct with 

me and our autistic client with LD some hypothesis and ideas of what might be going 
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on between them, or us. I think of my work as being about ‘humans meeting with 

each other’ (Adela Garcia in Kinman, 2012) so I try to avoid preaching or telling 

people how to behave or somehow imposing my view upon them. In this sense, I 

am also inspired by the work of Lynn Hoffman and Tom Andersen (Kinman, 2012) 

and their project 'kitchen table talk', in which they reflect upon developing a way of 

talking that people might have around the table, on a more ‘democratic’ level. This 

is not only a metaphor, because over the years I have also met with people in their 

homes where we sat down in the living room or around the table in the kitchen to 

have a conversation. Harlene Anderson (2019) proposes collaboration as an 

‘attitude, a spirit, a way of being and a stance or a tone that we set as therapists, 

teachers, and colleagues’ (p. 406). In this context, I ask myself:  

 

• What kind of conversations do I need to co-develop with staff and the service 

user in order to create new possibilities between us as a support system and 

for them in their care relationship?   

• How can I position myself in a more horizontal way in relation to power when 

the people I work with consider me to be ‘the professional’ and ‘the expert’?  

• How can I position myself in a different way when I am supposed to come up 

with solutions and develop prescribed ‘guidelines’ to be followed by staff? 

 

One of the most powerful ideas that I find in this approach is to put aside my pre-

knowing, assumptions, and generalisations in terms of ‘all autistics are…’, ‘all people 

with LD are…’ or ‘all support workers are…’ and be able to connect with people in 

their singularity and uniqueness. Harlene Anderson (2009), when talking about 

diagnosis says:   
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I do not think in terms of categories of people or kinds of problems. 

This does not mean that I think diagnoses, for instance, should be 

thrown out the window, but rather I keep in mind that diagnoses, like 

other deficit discourses, can pose limits to possibilities if we only see 

the diagnosis and not the unique person (Harlene Anderson, 2009, 

p.300). 

 

However, this is not a simple task. Coming from a tradition and a profession that 

trains practitioners to diagnose and look for symptoms as though they were a 

detective, it is a challenge to try and keep myself available to be present and listen 

to what people are saying and not make an immediate hypothesis of what is going 

on. I am aware that theoretical ‘knowledge’ comes from manuals ‘about people’, and 

a set of theories or protocols to follow. I try to bring those ideas and theories from 

‘outside’, from experts, approaches and training into the conversation. I find that the 

knowledge that is practical and relevant is created between me and my clients in 

our conversations. I feel that this also gives them and us a sense of ownership and 

agency. So, a set of questions that guides me in this process are:  

 

• How can I create a context for a more transformative conversation? 

• How can I make the person or persons that I am working with feel like a 

conversational partner? 

• When I find myself engaged in a deeply passionate idea about something, is 

that a monologue? How can I be more dialogical in terms of allowing new 

ideas and possibilities emerge from the conversation? 
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• How can I focus more on that co-created process, and less on the product in 

a work culture with an emphasis on outcomes? 

 

2) A dialogical and Withness position (Shotter, 2005, 2016): 

When working with care staff and their autistic clients with LD, I find myself listening 

to the various ways people describe the person they are working with. This ranges 

from referring to their autistic client with LD with respect and dignity as a human 

being, to referring to their client in a demeaning and dehumanising way, often in the 

context of behaviours called ‘challenging’. In this sense, I am inspired by John 

Shotter’s (2005) description of two ways of talking. One is called ‘withness talk’ and 

refers to a dynamic form of reflective interaction that involves coming into contact 

with another living being, and this includes utterances, bodily expressions and 

words. Shotter (2005) opposes it to the idea of ‘aboutness talk’, which turns the other 

person into an object, which has ‘no consciousness on its own’. Hoffman and 

Andersen (in Kinman, 2012) refer to Shotter’s work as the 'Art of Withness' 

emphasising that it is the art of making social bonds. Perhaps what I am doing in 

those 'catch ups' or meetings with staff is to create the context for sharing and 

creating social bonds between people, between support staff, their autistic clients 

with learning disabilities, and myself. In this process, three questions that guide my 

work are:  
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• How can I work with staff in creating together ‘withness talk’ in which they can 

connect with the person referred to as a service user in a more empathic 

way?  

• How can I work with staff in creating less ‘aboutness talk’ in which they relate 

to their client as if they are a specific kind of person or special diagnostic 

category?  

• How can I work with staff in creating and maintaining social bonds amongst 

themselves as a team, with their client and with myself?  

 

Training and approaches about autism and learning disabilities seem to create a set 

of theoretical generalisations about a specific kind of people. Support workers attend 

training but, in my experience, they quickly find a gap between theory and practice. 

This is what Strutt (2018) calls the ‘Train and Hope’ approach when referring 

specifically to Positive Behaviour Support, and how providers offer training to staff 

and then ‘hope’ that knowledge-based training is ‘the’ solution. I argue that this idea 

could be transferable to the politics of training in general. In this sense, Shotter 

(2016) argues that conceptual and theoretical formulations intend to correspond in 

an ideal fashion with reality. Shotter (2016) warns that rationalistic or intellectualistic 

ways of thinking work very well in the physical and natural sciences, but when we 

turn to difficulties in human relations and with ourselves, we find them inappropriate, 

or as Shotter says, ‘deeply wrong’ (p.11). And this is because ‘our everyday lives 

and reality are much more complicated and detailed than can ever be captured in 

any idealisations in theory-based inquiries’ (Shotter, 2016, p. 11). 
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When I visit a home to meet with my clients, I am not a neutral and objective 

observer of a situation that I perceive from the outside. Shotter (2016) explains that 

as living beings we are immersed as participants’ parts in our surroundings. In every 

moment and ‘as activities unfold, our bodily movements are expressive, and they 

can arouse expectations in those observing us as to where next and what next we 

‘might do in our activities’ (p.11). Shotter (2016) understands that our ideas, beliefs, 

knowledge, and thoughts are emerging within the material intra-actions (Barad, 

2007) and within the world in which we ourselves are immersed as participants’ 

parts. Then my ideas, beliefs, knowledge, and thoughts emerge within the 

conversation with other conversational partners. Shotter (2016) argues that we need 

to see ourselves as being related to a ‘still-in-process world of flowing streams of 

intermingling activities’. Therefore, rather than being in a monological, one-way 

causal relation to our surroundings, Shotter (2016) invites us to live within two-way, 

dialogically structured relations with them. As a result of this process, we are not 

discovering pre-existing things in our inquiries, we continually bring such ‘things’ into 

existence. Shotter (2016) also argues then that everyday lives and reality are not 

rational, that the performance of our actions are shaped only very partially by our 

plans, desires, or intentions and that our embedding in a particular situation is 

influential. 

 

I find that bringing Shotter’s ideas (2016) into the context of my work allows me to 

question and reflect what happens if we only pretend to function in a rational manner 

when we as humans engage in activities called ‘work’ with other humans:   
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• We risk relating to people, support workers as well as autistics with learning 

disabilities, as fixed elements and already determined for us by an elite group 

of academically approved predecessors and ‘experts’ who have stated ‘these 

people are like this’ or ‘these people need that’.  

• By focusing on impairments and needs, we look backwards toward supposed 

already existing actualities, rather than forwards toward possibilities. 

• By working with manuals and protocols, we seek a static picture, a theoretical 

representation of ‘something’, a phenomenon, rather than a living sense of it 

as an active agency in our lives.  

• By looking for symptoms, signs, and patterns, we shift our attention towards 

‘already existing forms’. However, this diverts our attention from ‘fleeting 

moments in which we have the chance of noting new reactions in ourselves, 

previously unnoticed responses that might provide the new beginnings we 

seek’ (Shotter, 2016, p. 118).  

 

In my work with autistics who have LD and their support staff, as with any other 

group of human beings, I try to question and challenge my ways of being and doing 

things because people and contexts are always different and unique. This is when 

the gap between theory and practice is clearer not only for me but for staff, for 

example, who might say: ‘I’ve done this or that training’ but then they face the 

complexity of trying to transfer that theoretical knowledge into a practical situation. In 

this sense, Shotter (2016) argues that theories work ‘after the fact’ because its focus 

is retrospective. Through theories, ‘we are trying to find an order or pattern that can 

be instituted mechanically, unthinkingly, according to rules or recipes’ (Shotter, 

2016, p.15). However, in my practice I find that I need to focus on what Shotter 



190 
 

Autism and Learning Disabilities: Developing a Relationship-Centred Approach for Support Workers in Social Care 
Francisco Urbistondo Cano 2021 - University of Bedfordshire - Professional Doctorate in Systemic Practice 

 

(2016) calls the ‘particular, moment-by-moment unfolding, constructive details of our 

practical activities’. Finally, Shotter (2016) invites us to value the efficacy of practical 

action and to be prepared to arrive at outcomes that are shared, and a result of a 

collaborative and social exploratory process. 

3) Ethics of Care (McCarthy and Byrne, 2007): 

Working with people who support other people, care workers supporting autistic 

clients, often requires imagining the other person who might not be physically in the 

same room. McCarthy and Byrne (2007) argue ‘that imagining other calls for an ethic 

of care, and to imagine the life of another is to adopt a stance of ethical responsibility 

towards the other’ (p.3) and that working from that stance within the therapeutic 

domain is a political act as there is an underlying motivation for social justice. 

McCarthy and Byrne (2007) connect ethics of care with an ethics of imagination 

(Kearney, 1996, in McCarthy and Byrne) which implies the acceptance of the other, 

the right of all to be heard, to have the testimony to their experiences witnessed, 

and enable the imagining of future possibilities. I am also aware that support workers 

as well as autistics with LD are marginalised groups. In this sense, McCarthy and 

Byrne (2007) argue that ‘imposing normative expectations on marginalised clients 

without reference to their contexts of adversity constitutes a colonial therapeutic 

stance which distances us from the subjugated ‘other’ (p.3).   

4) Relational Ethics (Simon, 2013): 

Working with people from within the care relationships that I am part of, implies that 

I try to respond to and fro within those relational contexts, as opposed to being 

prescriptive and direct. Simon (2013) offers the concept of relational ethics when 
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presenting relational ethnography as an ethics-led methodology. Simon (2013) 

argues that doing, writing, and reading research are all dialogical activities with 

ethical responsibilities to not only visible participants in the text but also to the 

emergent relationships between writers and their readers, between readers and the 

writers whose work they are reading.  Simon (2013) offers some questions for 

attending to relational ethics in research that I find useful for my practice as well as 

my research:  

• How can I speak from within care relationships, alongside people rather than 

about them as if from ‘outside’? 

• How can I know if am writing with care, respect and concern in representing 

people and their views?  

• How can I listen to my inner dialogue, and outer dialogue with reflexive 

curiosity and with an awareness of prejudicial, dominant, and subjugated 

voices? 

• How can I collaborate with people in my practice and take their voices into 

account?  

• How can I commit to acting with reflexivity about my own bias, the limits of 

my understanding, and ask ‘What might I be missing or assuming?’ 

5) Justice-Doing (Reynolds, 2019): 

In engaging and inviting people to take part in conversations around what we call 

‘an issue’, I am also inspired by the work of activist and therapist Vikki Reynolds 

(2019) who states that therapeutic work requires us ‘to build a bridge to the person’ 

we are working with, ‘to create relationships of dignity and respect across 
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differences of privilege to meet people where they are at in the world’ (p.7). Coming 

from a social-justice informed approach, her work emphasises what she calls 

‘Justice-doings’ with the intention to decolonise and to resist replicating power 

abuses and oppression. Justice-doing requires that we resist accommodating 

people to privatised lives of oppression and suffering. Reynolds (2019) urges 

therapists to be critical and to challenge our profession’s violent and abusive 

language that hides structural violence under the ‘neutral’ and outcome-informed 

language of ‘mental illness’ and ‘trauma’, for example. In this sense, I wonder how 

professional language about autism and learning disabilities hides and reinforces 

structural violence under the idea of the ‘kinds’ of people who are described as, for 

example, ‘low functioning’, ‘severely autistic’, ‘challenging’, or ‘highly complex’?  

 

Reynolds (2019) understands community work as ‘overtly political, rejecting 

neutrality or objectivity and the dictates of professionalism that silence our dissent 

and activism in order to resist and transform the contexts of oppression that 

promotes the horrors of suffering’ (p.9). Reynolds in Munro et. al (2017) promotes 

an ‘ethics of belonging’ that requires relationships of dignity and respect with each 

other. ‘This means that we need to do the hard work of resisting professional 

imperatives to tell people how to live, and instead work towards trusting people with 

their own lives, which often means getting ourselves out of the way’.  

 

Reynolds in Munro et. al (2017) points out that we face the risk that professional 

distancing pushes us away from the collective responsibility to change the social 

structures that make these oppressions and suffering possible, and to change the 
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social context in which the privatisation of pain occurs. Reynolds in Munro et. al 

(2017) emphasises that an understanding of global capitalism and neoliberal politics 

is required in order to resist. In this sense, I have found it imperative to reflect on the 

financial and managerial dynamics underlying the workforce of support and care 

workers in the UK that I have explored in the introduction to my ‘Ecology of Social 

Care’.  

 

 

4.3.2. Organisational Level  

Some other concepts are useful to think about on an organisational level. This means 

that we need to consider the work with care staff from a wider ecological perspective. 

In that sense, I find that the rhizome metaphor (Kinman, 2012), the ideas of 

Symmathesy, Transcontextuality, and Warm data (Bateson, 2017) can be relevant in 

practice.  

6) Ecology of Mind (Bateson, G., 1972; Bateson, N., 2010, 2016):  

When thinking about social systems, the work of Gregory Bateson (1972) seems 

very useful. Bateson (1972) is interested in how ideas interact and calls ‘ecology of 

mind’ or ‘ecology of idea’ to the aggregates of ideas in an interconnected system. 

Bateson proposes this as a new way of thinking and wonders if there is some sort 

of natural selection which determines the survival of some ideas, and the extinction 

or death of other ideas. His definition of ‘idea’ implies the connections between 

different contexts, for example: the animal world, plants, human life, with grammar, 

and the relationship with man to their environment.  Nora Bateson (2016) likes to 
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think of an Ecology of Mind ‘as a garden of thoughts growing, changing, dying, and 

even composting in relation to one another’ and understands an Ecology of Mind as 

a thinking tool (Bateson, 2010) that allows ideas to be flexible and alive in relation 

to one another and the outside world. In this sense, autism, and learning disabilities, 

even training and the roles of care workers mean different things to different people, 

so how do these different ideas and narratives link together? Could we think of the 

interaction of different narratives about autism and LD and how they influence, 

shape, and constitute social and cultural practices?  

 

Bateson’s (1972) ecology of ideas is useful to think about an ‘Ecology of Social Care’  

as a complex living system composed by ideas in the sense of different processes: 

people who diagnose other people (practitioners and service users), people who 

assess other people (social workers and service users), people who support other 

people (support workers and service users), people who train other people (from 

trainers and/or professionals, to support and social workers) and their own 

contextual frames (personalities, history, relationships at work, and so on). People 

then are part of organisations, such as social care providers, learning disability 

teams, NHS staff, social care staff, charities, non-profit businesses, etc. In zooming 

into the transcontextual we can also think about their interdependency.  

 

7) Rhizome metaphor (Hoffman and Kinman in Davis, 2009; Kinman, 2012): 

The rhizome is a botanical analogy for processes involving creativity, evolution, and 

change. Hoffman and Kinman (2009) developed this metaphor influenced by the 
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French philosophers Gilles Deleuze and Felix Guattari (1987, in Davis 2009) and 

oppose the rhizome versus the tree. This means that the rhizome is fluid, 

underground and subversive whilst the tree is top-down, hierarchical, and static 

(Hoffman, 2006). The rhizome can become a more useful analogy than ‘systems’ 

for social nets, ideological movements, professional fields and so forth. Reflecting 

teams developed by Tom Andersen (1991, 1996) work as rhizomes that flatten 

hierarchies of professional work and by playing down the ‘expert role’ they have an 

indirect influence (Hoffman, 2006). Working with teams of support workers under 

this metaphor acknowledges the value of creating webs and nets that can reassure 

and hold people (Davis, 2009).  

 

The rhizome metaphor is also useful to explore the difference between process and 

thing and, for example, psychiatry is full of stand-alone concepts like ‘the psyche’ or 

‘the self’ (Davis, 2009). In this sense, talking about ‘autism’ or ‘learning disabilities’ 

could also be referred to as stand-alone concepts. In the flow of conversations 

working with support workers, certain ideas and descriptions about people 

and relationships emerge. For example, “I’ve never seen anyone with autism such 

as this young man”, "She is fixated as part of her autism”, or “He is doing this 

because of his autism and learning disabilities”. Lynn Hoffman (1993) proposes that 

‘the problem’ creates an ecology of thought, even a system, in which living systems 

at several levels take part. She suggests that therapy is not a struggle with a problem 

but a conversation ‘about’ a problem. Working with care staff is a conversation about 

something that people considered to be a problem or an issue. Training seems to 

be something to ‘fix’ that issue.   
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8) Symmathesy (Nora Bateson, 2017): 

In my experience, people who work with autistics with learning disabilities often seek 

‘practical solutions’ to issues that arise from their daily work. Mainstream 

approaches seem to focus on problem solving and behavioural guidelines offering 

directive indications on what to do, and what not to do. With a risk of 

oversimplification, the premise is that once the practitioner ‘finds out’ the function of 

a behaviour, then they can design an intervention so that the person fulfils that need 

through a ‘more functional behaviour’. Extensive documents are produced by 

‘experts’ such as plans and guidelines, and there is the risk that those documents 

end up forgotten in a drawer. In this line, I wonder if is it possible to ‘fully’ problem-

solve complex human interaction in which people, circumstances and events 

change from moment to moment? Nora Bateson (2017) warns that you cannot 

problem-solve in a complex system and explains that ‘there are no endpoints in 

complex systems but tendrils that diffuse and reorganise situations, compensations 

come in crooked streams and don't end up where you thought they would’. Bateson 

(2017) proposes the concept of ‘symmathesy’ to define the process of contextual 

mutual learning through interaction. I can understand the practice of ‘training’ with 

support workers and autistics with learning disabilities as a symmathesy, a whole 

living system in flux that cannot be mechanised or modelled, and which is inter-

learning through interaction. In this sense, I wonder:  

 

• How can we create the context that invites support workers to that process 

of contextual mutual learning through us interacting? 
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• What  needs to happen so that we find ourselves (myself, carers, and clients) 

learning together and from each other? 

 

9) Transcontextuality (Nora Bateson, 2017): 

When I work with groups of people, I am aware that each person has their own 

contextual frames. This means that each one of us have: gender, age, race, 

ethnicity, history, relationship to work, culture and sometimes a native language 

different to English. Each context is a door into the many other processes that 

interlinks in the ongoing interdependency of that person as part of a support system, 

the service user, and me, in our ‘catchup’ meetings. Nora Bateson (2017) argues 

that living systems require more than one context of study, so she introduces the 

idea of transcontextuality. This seems useful to open the lenses and not focusing 

only on autism, but other self’s that people with autism and LD have, as well as other 

self’s that support workers have. And this is connected with the final idea, which 

comes next.  

10) Warm data (Nora Bateson, 2017): 

Bateson (2017) uses the term ‘warm data’ to describe information about 

relationships rather than numbers. A transcontextual understanding offers rich 

perspectives acknowledging diversity, and warm data intends to describe and 

illustrate how interactions in complex system interlink. These multiple interactions 

‘increase our ability to take into account the integrity of multi-layered living systems, 

to think about multi-layered ‘interactions, and to respond at a contextual level’ 

(Bateson, 2017). Warm data is a useful concept to describe what this study is about: 
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namely, people in relationships. It is not about statistics and numbers of staff turn-

over - or staff’s reports on outcomes or measures, or staff’s level of satisfaction with 

training and approaches. Warm data intends to portray the complexities of the work 

involving training and working alongside care staff and autistic people with LD. 

 

4.3.3. Culture/Society Level  

 

Finally, a cultural/societal level of understanding contributes to the need to be aware 

and reflective in relation to the social discourses in which we live, and we take for 

granted. Social Constructionism (Gergen, 1985), Relational constructionism 

(McNamee and Hoskin, 2012) and Systemic living and Transmaterial worlding (Simon 

and Salter, 2019) enrich how we can make sense of reality. 

 

11) Social constructionism (Gergen, 1985, 2009, 2015): 

When I have conversations with people as part of my work, I remind myself that 

social discourses about autism, learning disabilities and disability in general, are 

embedded in the words that are said and not said, as well as in the way they are 

said. As a systemic practitioner I work from a social constructionist stance (Gergen, 

1985) which ‘views discourse about the world not as a reflection or map of the world 

but as an artefact of communal interchange’ (p. 266).  Gergen’s (2009) hope for 

therapy is that it ‘can liberate participants from static and delimiting conventions of 

understanding and facilitate uninhibited engagement in the ongoing flow of 

relationship. As I see the therapeutic challenge, it is to facilitate participation in the 

continuous flow of co-creation’. I find it useful to transfer these ideas to my work and 

I can change the word ‘therapy’ for ‘catch-ups’ with staff. I ask myself:  
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• How can I create a context that can facilitate engagement in the ongoing flow 

of the care relationship?  

• How can I facilitate that process as a co-creation?  

 

12) Relational constructionism (McNamee and Hoskin, 2012): 

Based in social constructionism as a meta-theory, McNamee and Hosking (2012) 

developed an approach that they have termed relational constructionism, and 

describe it as a way of being or becoming, and an orientation to the world:  

 

Relational construction is focused on how we take relational realities in relational 

processes, what these realities/processes constrain and potentiate, and how we 

might ‘go on together’ (Wittgenstein, 1953, in McNamee and Hosking, 2012) to ‘live 

a good life’” (p.15). When paying attention to my conversations with staff, these 

questions help me to orientate myself in relation to the wider narratives:  

 

• How are we (the support worker, the service user and me) making sense of 

the work being done and the support that the service user is receiving?  

• How does the provider of support explain and describe its ethos as an 

organisation that specialises in offering care and support to people described 

as being vulnerable members of society? 

• What and how is this person telling me through their language and 

behaviours about themselves, their world, and their needs?  
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• What are the staff telling me through their language and behaviours about 

their relationship with their client or service user?  About their work? 

 

13) Systemic living and Transmaterial worlding (Simon and Salter, 2019): 

Simon and Salter (2019) go beyond the idea of systemic practice and use the term 

systemic living to include ‘systemic ways of being, doing, thinking, feeling, noticing 

and communicating’ but not only in a commissioned service or employed 

professional practice. Systemic living is ‘a commitment to fluidly attempting 

integration of changing positions that implies living an onto-epistemological 

coherence and systemic ethics in which we learn as we go; we become as we reflect 

on what we are doing; we write and learn, listen and change’ (Simon and Salter, 

2019). Systemic living implies a fascinating idea of fluidity and change. Simon and 

Salter (2019) integrate the idea of transmaterial worlding (Barad, 2007 in Simon and 

Salter, 2019) as philosophically-based ways of systemic being-seeing-doing-

becoming in and of the world. Transmaterial worlding is a reframing of social 

construction that emphasises the continuous process of intra-becoming within and 

between species and matter (Barad, 2007 in Simon and Salter, 2019).  

 

The concepts of systemic living and transmaterial worlding are useful to understand 

that we are always in the process of becoming-in-relationships, and creating social 

worlds through engagement with, and as parts of the world - human and otherwise 

(Simon and Salter, 2019). Understanding my inquiry through these lenses means 

that I do not work-in an ecology of social care but that ‘I am’ that ecology that 
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includes humans in relationships, and other matter, such as legislation, financial 

systems, resources, commissioners, companies, providers of care, providers of 

training, social discourses, neighbourhoods in which supported living is set up, and 

so on. Simon and Salter (2019) understand systemic living as a form of social activist 

inquiry that is intentional, disruptive, preoccupied with social and environmental 

justice, and committed to collaborative transformation. There is an ethical imperative 

to address practices of power by asking how stories are generated, why some truths 

are propagated over others, by whom, and to what end (Simon and Salter, 2019).   

Transmaterial worlding as an inquiry asks investigative, co-constructive questions 

such as (Simon and Salter, 2019):  

 

• How can we show what matters?  

• How does it matter, and to whom?  

• How can we show others what is being constructed: how and with whom?  

• How can we use our understanding of communication to show how relations 

in the world are being created? 

 

There are different kinds of power to consider in transmaterial worlding (Simon and 

Salter, 2019):  

 

i) The power to influence how people configure realities through discourse 

and narrative  

ii) The power to create structures which solidify and embody those realities  

iii) The power to deconstruct and reconstruct material and linguistic structures  
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iv) The power to recognise that truths are not representative of one’s own, 

other people’s or the material environment’s experience  

v) The power to deliberately seek out first person experience and 

alternative truths 

 

4.3.4. Autism as a form of diversity and a cultural product    

Autistic sociologist Judy Singer coined the term Neurodiversity in 1998 (Walker, 2016) 

and today the Neurodiversity Movement presents itself as an emergent paradigm 

which understand autism as a form of human diversity that is subject to the same 

social dynamics as other forms of diversity. From this perspective, autism is a 

neurodivergence, and the medical and psychiatrist approach reflects cultural prejudice 

and oppression of those labelled as autistic (Walker, 2016).  

 

Singer (1998, 2016) argues that autistics see themselves as a kind of neurological 

‘other’ oppressed by the dominant ‘neurotypical’ type, NT, and proposes that autistics 

have yet to be self-conscious as a quasi-ethnic minority in the sense that the Deaf 

understand themselves to be. The autism rights movements use the ‘we’ to describe 

autism as a way of being in the world that is not possible to separate it from the person. 

The tragedy ‘is not that we're here, but that your world has no place for us to 

be’ (Sinclair, 1993). A critical autism studies perspective understands autism as a 

socially or culturally-produced phenomenon, and denounces the medical model that 

has produced a ‘perpetually marginalising approach to autism’ (Runswick-Cole et al., 

2016). From a critical systemic therapy perspective, Haydon-Laurelut (2016) warns 

that a focus in the diagnostic risks therapeutic violence as a person's experience is 

appraised in relation to an external hegemonic norm, colonising it rather than seeking 
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to understand it in local terms. One of the things that impressed me the most when I 

first started to work as a psychologist in the UK, is that autistic people with learning 

disabilities have ‘passports’ to go to a hospital (Figure 71). Being a foreigner myself, I 

felt that it was a bit unusual that a communications document describing the way 

people could communicate with an autistic person would be called ‘passport’.  

 

 

Figure 71: Example of an ‘Hospital passport’  
South West London Access to Acute Group (N/D). 

 

 

The document has indications for neurotypical people to follow, so it seems that the 

passport is really for others, not for the autistic person. Interestingly, autism-rights 

movement activist Jim Sinclair (1993) suggests that the autistic person is ‘a foreigner’ 

in her/his own family or context.  
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Sinclair (Ellermann, 2016) develops the idea of a cultural model for understanding 

autism and urges therapists, educators, and other professionals to adopt this model 

when working with autistics. Sinclair incorporates the values of multiculturalism and 

cross-cultural counselling and looks at autistic characteristics as differences, part of 

human diversity and not necessarily things that are wrong and need to be changed. 

Sinclair argues that the person who works with an autistic client should make an effort 

to learn about the client's culture, customs, values, and world view. They should be 

sensitive to how the person communicates, both verbally and nonverbally whilst 

accommodating the client's communication preferences. Sinclair (Ellermann, 2016) 

also suggests that the person who works with an autistic client should be attentive to 

their own attitudes and perceptions, and alert for possible biases. In this sense, 

Sinclair suggests that if the person finds themselves feeling uncomfortable about their 

client, they should be aware of whether the discomfort is as a result of their own 

prejudices about the client's culture (Ellermann, 2016).  

 

Following Sinclair’s idea of cross-cultural sensitivity, I wonder whether the role of 

health staff, like myself, or care staff working with autistic clients with LD, could shift 

even closer to a cultural sphere in what could be thought of as a ‘cultural facilitator’, 

‘relational facilitator’ or even ‘mediator’ between different cultures: those which are 

neurotypical and neurodiverse. What if we imagine (Figure 72) that in, for example, 

ten years from now there is a role called the ‘neurodiversity awareness practitioner’, a 

person who works from a cultural perspective in making adjustments to places and 

relational contexts between people who self-describe or are described as 

neurodiverse. In playing with names, what if the ‘expert role’ becomes a-- 
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• ‘Neurodiversity awareness 

practitioner’ 

• ‘Cross-Culturally sensitive 

practitioner’ 

• ‘Neurodiversity mediator’ 

• ‘Autistic cultural mediator’ 

 Figure 72: A professional role in the future?  

 

 

Sinclair (Ellerman, 2016) advises staff to  

 

Respect autism as part of a person’s unique individuality; become 

educated about what autism is and about common characteristics of 

autistic people; be especially attentive to autistic communication needs; 

self-monitor for biases and prejudices; and refer clients to more qualified 

professionals if they aren’t able to apply these elements of cross-cultural 

sensitivity.  

 

As a member of the support systems around people described as having autism and 

learning disabilities, I wonder:   
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• How can I help care staff in navigating the reports that are part of the history of 

their client and help them to make sense of these in a way that opens new 

possibilities for relationships?   

• How can I portray what we call ‘behaviours that challenge’ in their contextual 

complexity, and not as an individual attribute attached to the person? 

• How can I engage in conversations in a way that is less ‘objectifying’ and 

‘othering’, and more ‘humanising’?  

• How can I create a context in which the staff and the autistic service user 

become a group of people trying to connect with each other? 

 

4.4. From diag-nosis to flow-gnosis: a change of perspective?  

 

The life in which we therapists are particularly interested in comprises 

meanings and feelings which shift all the time; they are there for a 

second and have passed away the next second (Andersen, 1996. 

p.119, in Shotter, 2011)  

 

In this piece of work, I want to emphasise that we can enrich how we understand our 

practice in relation to working with care staff and service users with ideas, values, and 

narratives from approaches such as the Socio-Constructionist-Collaborative, 

Dialogical, Relational, and Systemic living and Transmaterial Worlding. At this point, I 

wonder if it could be useful to include them under one umbrella that could complement 

one another? Mainstream biomedical narratives and the majority of training in autism 

and learning disabilities could be described under the lead of what could be thought 

as ‘diag-nosis’ in its etymological meaning of ‘complete knowledge’ as I have stated 
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before in this article. Perhaps my role as a practitioner psychologist is more related to 

this discourse.  

 

However, I can also think of another possible position. Inspired by Shotter’s (2016) 

work, I found that the prefix ‘flow’ is described as ‘the action of fact of moving along in 

a steady, continuous stream’ (Etymonline, 2020b) and it comes from the old English 

‘flu’ which means “steam and movement”. So, we could compose a new word using 

‘flow’ and ‘gnosis’ which stands for knowledge, in order to illustrate this other 

positioning of ‘knowledge in motion’. I am suggesting two poles of a position between 

dia-gnosis and flow-gnosis (Figure 73):  

 

 

Figure 73: A shift in the perspective of autism and LD. 

 

 

In Figure 74, I chose two colours: red to illustrate a fixed and static position which is 

less friendly to transformation, and green to represent a more flexible position, one 

which is more open to change and able to work with people in relationships. However, 
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these two different poles might actually be less binary and more interrelated. So, 

perhaps it could be illustrated more like this:  

 

 

Figure 74: A positioning in motion.  

 

This means that when I am working with support staff in a ‘training session’ and I am 

focusing on what autism and LD are without a context. I am describing difficulties and 

psychologised language, and I am in the dia-gnosis position. However, if I offer context 

to that information, let’s think of a person we are working with and place an emphasis 

on the way people relate to each other, then what difficulties will we find? And what 

makes us unique? As a result, I am in a more fluid and collaborative position that I call 

flow-gnosis.  

 

When I work with autistics with LD and their paid support network, I find that I have a 

power given by the organisational system for which I work. That power is backed by 

regulations and the authority of institutions where I have had to register as a 
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professional and a practitioner in a particular social and historical context. In this 

sense, more questions arise:  

 

• What am I doing with that power?  

• Am I reproducing patterns of colonisation in terms of reinforcing normative 

behaviours?  

• Am I reinforcing the idea of an individualist approach to behaviours that 

challenge, for instance, or am I contributing to the expansion of meaning-

making possibilities?  

 

The power is embedded in the conversations with my clients and in the actions that 

result as a consequence. Simon's (2016b) questions are relevant here: 

  

• How come some forms of language and linguistic practices come to dominate 

our thinking, the kinds of language we use and the kind of talk we do? 

• What consequences are there for all the different parties involved in those 

conversations?"  

 

Finally, in line with these ideas, Adela Garcia (2020) emphasises that therapeutic 

practices can be considered as political practices in which we are social actors: ‘In this 

way we contribute to stimulate human exchanges where everyone has their place and 

although we are not changing the world, we are doing our bit’ (p.23).  

 

In the next section I continue to develop my contribution to the field of autism and 

learning disabilities. Informed by a social constructionist-dialogical collaborative and 
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relational stance, I invite support workers of people with autism and LD to “catch up” 

meetings in which we:  

 

1) Explore the ‘issues’ and ‘problems’ that lead to the referral to a psychologist.   

2) Explore a set of interdependent, integrated, and condensed ideas in a visual format, 

from major training and approaches to autism and LD mainly in the UK. It is not a 

model, a recipe, or a prescription but an invitation to a joint dialogue and reflection.  

 

This is what I call a Relationship Centred Approach.  
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Section 2: Contributions of a Relationship Centred approach 

5. Methodology    
 

Summary: In this section I present the methodology of this inquiry through a series of 

conceptualisations that I have divided into three main themes (Figure 75). In ‘The 

personal’, I describe aspects of myself as ‘researcher professional’. In ‘The ideas’, I 

develop the theories and practices which inform my inquiry. Finally, in ‘The study’ I 

present why and how I choose and develop my methodological framework. 

 

Figure 75: A summary map of the section. 
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5.1. Becoming a ‘researcher professional’  
 

5.1.1. The journey  

This dissertation reflects my inquiry which is the result of my participation in Cohort 5 

of the Professional Doctorate in Systemic Practice (PDSP). I would like to share with 

you some ideas that come to mind when I ask myself: what does the context of the 

PDSP mean to me on a personal level? When I think about this, the following thoughts 

spring to mind:   

• Investment of time: the process of producing this piece of work has taken me 

five years and six months. During that time, I have been through different jobs 

and moved to different places that I called ‘home’.   

• A moving geography: for two years I have travelled from London and from other 

parts of England to Luton, North London, where the University of Bedfordshire 

is based, in order to participate in seminars and presentations.   

• Nurturing relationships: in this process, I have met amazing people and 

professionals who were part of the cohort. I became friends with some of them 

and we have offered mutual support, listening, companionship, and shared 

experiences throughout the journey (Figure 76).  

• Texts as friends: I have met many other ‘textual friends’, as Gail Simon (2015) 

calls writers, researchers, clinicians, philosophers and so on from whom I have 

read ideas, thoughts, stories and theories, and have been inspired and 

motivated to produce my own.  

• Doing things: this process has consisted of countless hours of travelling, 

listening, taking notes, talking, reading, and writing alone and with others.  
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• Expressions: I have learned and practiced new ways of talking about writing, 

about my ideas, adapting them to my audience and through different styles, for 

example from a more personal tone to a more academic writing style.   

 

Figure 76: Friends-colleagues from the cohort in a writing retreat in Oslo, Norway.  
From right to left: David Bishop, Bev Meakin, Anne Rod, Fiona Miller, and me. 

 

 

• Enriching my role: I have learned and practiced new ways of being in my 

professional role by developing critical thinking and standing for my own ideas 

when talking with colleagues, co-workers, and bosses.  

• Making the time to ‘stop and think’: I became aware that it was necessary to 

create the conditions to stop, think, and write. I have taken an enormous 

amount of time to think, to reflect, to think about my role and my practice over 

the last few years and across different contexts. I have taken time to visit 

beautiful and inspiring places and participated in writing retreats in the Lake 

District (Figure 77), the Spring and Summer Bedfordshire International 
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Systemic School, retreats at the University Library in Luton, North Yorkshire 

and at the Manjushri Buddhist temple and meditation retreat.  

 

 

Figure 77: Ambleside, Lake District (North of England). 

 

• A personal landing: the PDPS has also been for me a process of settling down 

in England, trying to understand its culture, its society, the way in which people 

relate to one another, their style of speech, how much social distance they 

keep, levels of eye contact, tone of voice, and their expressions of love, 

frustration, and authority. It has also been a process of developing patience and 

tolerance to lack of sunlight, absence of familiar tastes, smells and sounds, the 

distance of my social network, the absence of familiarity in communication with 

others (using a tongue other than my native), and understanding psychology 

and its practice from what I have experienced on a more individualistic 

perspective.  
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• Belonging to a community: practitioner research seems to be an individual 

dimension as well as a communal aspect. This is shown through both online 

and offline interaction, composed of countless emails, questions and answers 

with keeping in touch with the rest of the cohort as well as our supervisors. The 

outcome of these factors has really created a sense of community and 

belonging.  

 

I will return to these ideas in the final section with my concluding thoughts. At this time 

though, I would like to tell you a bit more about this piece of work as a practice-led 

inquiry. 

 

5.1.2. Recognising professional practice  

 

Research:  

A detailed study of subject,  

Especially in order to discover (new) information or reach  

A (new) understanding.  

Cambridge.org Dictionary (2019) 

 

The word research is derived from the Middle French ‘recherche’, which means ‘to go 

about seeking’ (Etymonline.com, 2019). The term itself derived from the Old 

French term ‘recerchier’ a compound word from ‘re-‘ + ‘cerchier’, or ‘sercher’, meaning 

'search'. The earliest recorded use of the term was about 450 years ago. My journey 

of ‘going about seeking’ started 5 years ago when I joined the Professional Doctorate 

https://dictionary.cambridge.org/dictionary/english/detail
https://dictionary.cambridge.org/dictionary/english/study
https://dictionary.cambridge.org/dictionary/english/subject
https://dictionary.cambridge.org/dictionary/english/especially
https://dictionary.cambridge.org/dictionary/english/order
https://dictionary.cambridge.org/dictionary/english/discover
https://dictionary.cambridge.org/dictionary/english/information
https://dictionary.cambridge.org/dictionary/english/reach
https://dictionary.cambridge.org/dictionary/english/understanding
https://en.wikipedia.org/wiki/French_language
https://en.wikipedia.org/wiki/Old_French
https://en.wikipedia.org/wiki/Old_French
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in Systemic Practice at the University of Bedfordshire. This is a programme that 

recognises professional practice knowledge as having academic standing and 

equivalence (University of Bedfordshire, 2015). It takes its methodological inspiration 

from systemic social constructionism and, as a result, doctoral researchers are 

encouraged to develop an approach to inquiring into our practice which draws on core 

systemic values and principles. There is an expectation that in this inquiry I reflect 

upon the relational ethics of my professional practice; that my voice is clear and visible 

in these texts, and that I speak reflexively and with transparency about the 

complexities of my positioning in relation to others (University of Bedfordshire, 2015).  

 

The aim of a professional doctorate is to develop ‘researching professionals’ rather 

than ‘professional researchers’, and it is part of the move towards what is called the 

knowledge economy in higher education.  This can be seen as part of the 

transformation from ‘autonomous scholar’ into that of ‘enterprising self’ (Rose, 1998, 

in Barnard, 2011).  Fenge (2009) argues that professional doctorates may appear 

challenging because they shift the knowledge base from the university to a practice 

setting as it enables an immersion in an area of doctoral research that is situated in a 

world of professional practice. In my case, this is my practice of working with people 

with autism and learning disabilities and their formal and informal carers, in different 

contexts over many years. Scott et al. (2004) summarise the distinctive contribution of 

the professional doctorate under three main themes:  

 

1) The production of a portfolio rather than one thesis.  

2) Knowledge criteria that is relevant for the workplace.   
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3) A combination of a written product and practice performance. 

 

I have tried to follow these themes in structuring this dissertation so I hope that each 

section can have consistency on its own, and functions as a whole. I have tried to 

develop knowledge that is relevant for my field, and in particular, knowledge that is 

relevant for care workers in Social Care. I have also tried to combine a written product 

about conceptualisations and theories, as well as the performance of a practice. As a 

result, my intention is to portray a practice-based narrative that, as Ravitch (2014) 

argues, has the potential to be a stance and a tool of social, communal, and 

educational transformation. Ravitch (2014) also considers that practitioner research 

can develop counter-hegemonic ways of thinking in relation to the current policies, 

practices and norms that disempower and constrain people and organisations. This is 

also the aim of my inquiry when I explore, analyse, question, and offer both a 

complementary as well as alternative narrative to the mainstream understanding about 

working alongside care workers who support autistic people with learning disabilities.  

 

5.1.3. The issue of ‘practice theory’  

Professional practice has the potential to produce counter-hegemonic ways of 

thinking, so as a result, has a lot more to offer (Ravitch, 2014). The 7th International 

Conference on Professional Doctorates (UK Council for Graduate Education, 2019) 

describes itself as the leading event focusing on professional, practice-based and 

practice-led doctorates across the globe. At their 2020 conference, they place an 

emphasis on one the key themes being the issue of “practice theory” and how 

knowledge is now perceived as being in a wider category that includes every-day and 
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practical knowledge as well as placing a transdisciplinary lens on the world that can 

open our eyes to multiple realities. The conference understands practice as more than 

the application of theoretical knowledge and ‘as being embodied, relational, 

participative, co-constructed, emergent, situated and engaged’ (UK Council for 

Graduate Education, 2019).  

  

On the issue of ‘practice theory’, doctoral candidates exist within two communities of 

practice, namely the academic and the professional (Wellington and Sikes, 2006). In 

the same way, one of the key elements of the approach to the PDSP programme is 

that there is an intentional blurring of the traditional boundary between research and 

practice (University of Bedfordshire, 2015). As a result, the programme expects 

participants to research and reflect on their practice using and developing systemic 

theories, practices, and methods of enquiry.  

 

5.2. From Reflexivity to Relational Reflexivity 

5.2.1. Practice-based evidence   

 

Reflecting on my practice has required time during work, time after work at home, and 

time in the context of the meetings with the rest of my colleagues from the cohort in 

workshops, presentations, and conferences. Schön (1983) identified ways in which 

professionals could become aware of their implicit knowledge and learn from their 

experience through two types of reflection:  reflection-on-action (after the event) and 

reflection-in-action (thinking while doing). In terms of reflection-on-action, 

professionals review, describe, analyse, and evaluate their past practice to improve 
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their current and future practice. In terms of reflection-in-action, 

professionals examine their experiences and responses as they occur. In both types 

of reflection, professionals connect with their feelings while attending to theory and 

building new understandings Schön (1983). The focus on the knowledge-in-action that 

can be developed from practice (Schön, 1983, 1987) is often referred to as practice-

based evidence and implies a position of research as daily practice.  Schön (1987) 

argues that professional education should be centred on enhancing the practitioner’s 

ability for ‘reflection-in-action’, this means ’learning by doing’ and developing the ability 

for continued learning and problem solving. Wulff and George (2014) point out that 

from this perspective, inquiry is not a process imported from another discipline or 

paradigm or the exclusive domain of a researcher, but a central process of how 

practitioners do. and conduct practice. In the field of health care, Atkins and Murphy 

(1993) identified three stages of the reflective process in which the professional: 1) 

becomes aware of uncomfortable feelings and thoughts; 2) critically analyses feelings 

and knowledge, and finally 3) develops a new perspective. In this sense, the PDSP 

has been offering me a nurturing environment to reflect on my past and current 

practice as well as to develop possible new ways of working alongside people. This 

implies a set of feelings, attitudes, beliefs, ways of being with, and doing with relational 

awareness and reflecting-in-action that I have portrayed in the fiction-based stories 

which are the core of the next subsection. 

  

5.2.2. First person action research  

Marshall (1999) introduces the idea of first-person action research which involves ‘a 

person adopting an inquiring approach to their own assumptions, perspectives and 
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action, seeking to behave warily and choicefully in a given context, and to develop 

their practice in some way’ (Marshall, 2011, p.3). First person action research is also 

described as (Marshall, 2011):  

• A self-reflexive approach to life and to one’s own participation in research and 

learning.  

• Seeking to pay attention to the stories we tell about ourselves and the world, 

recognising that these are all constructions, influenced by our purposes and 

perspectives and by social discourses which inform meanings and values.  

 

Heen (2013) describes first person action research as an effort to change oneself into 

being a more fine-tuned instrument for one’s acting in the world generally and in the 

world of action research especially.  

 

5.2.3. Reflexivity into the relational context  

From a systemic practice perspective, Simon (2014) points out that in Leppington and 

Burham’s descriptions of reflective practice cycles ‘practitioners are invited to question 

their ideological influences: their most deeply held beliefs, their most cherished 

assumptions, cultural stories operating at a less mindful level but having an impact on 

practice choices and findings’ (p.84). Relational reflexivity (Burnham, 1993; Hedges, 

2010; Simon, 2012) extends the idea of reflexivity beyond that of individual experience 

into a relational context (Figure 78). It is an invitation to an ‘increased sensitivity to the 

relationship between the voices in one's inner dialogue, in outer dialogue and a 

preparedness to find ways of connecting inner and outer dialogue. It encourages the 
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writer to anticipate the needs of others involved in or affected by the research and 

write dialogically with readers in mind’ (Simon, 2012, p.12). 

 

Figure 78: A shift from reflexivity to relational reflexivity. 

 

5.3. From systemic to social constructionist and relational constructionism 

5.3.1. Working with relational systems 

The PDSP (University of Bedfordshire, 2015) encourages the development of new 

practices that connect systemic theory and practice, and systemic research theory and 

practice. The programme was originally developed by Dr Peter Lang, Martin Little and 

Professor John Shotter for the former KCC Foundation (KCC) in partnership with the 

University of Bedfordshire, and is inspired by contemporary systemic practice, 

philosophy, communications theory, the arts, and social sciences. Research topics are 
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expected to have a social justice agenda in contributing to improving lives (University 

of Bedfordshire, 2015).  

 

‘Systemic practice’ is defined by the Association for Family Therapy and Systemic 

Practice (2019) as the work that systemic family therapists do when they use their 

skills and understandings outside of traditional ‘therapy’ settings. The term ‘systemic 

practitioner’ refers to a person who has completed Family and Systemic 

Psychotherapy training to intermediate level. The Association for Family Therapy and 

Systemic Practice (2019) points out that systemic practice underpins many important 

developments in services and training in public, non-statutory and independent 

services in the UK. The Centre for Systemic Social Work (2019) emphasises systemic 

practice as ‘offering a theory of change that is able to engage with the complexity and 

challenges faced by vulnerable families’. The Leeds Family Therapy Research Centre 

(Pote et. al, 2001) defines systemic therapy through 11 specific competencies:  

1) System focus: the central focus is on the system, rather than the individual. 

2) Circularity: behavioural patterns within systems are circular in nature and always 

evolving. 

3) Connections and patterns: the therapist should consider connections between circular 

patterns of behaviour, and connections between beliefs and behaviour within systems. 

4) Narratives and languages: behaviour and beliefs are the basis for stories or 

narratives, which are constructed in language by, around and between the individual 

and the family system. 

5) Constructivism: everyone will interpret and make sense of their world from their own 

frame of reference. 
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6) Social constructionism: meaning is constructed in social interactions between people 

and is context-dependent and constantly changing. 

7) Cultural context: the therapist should consider the importance of context in relation to 

cultural meanings, and narratives within people lives. 

8) Power: the therapist should take a reflexive stance toward power differentials within 

both the client system and the therapeutic relationship. 

9) Second-order cybernetics/co-constructed practice: in therapy, reality is co- 

constructed between the therapist (and team) and the people they meet.  

10) Self-reflexivity: therapists should be alert to their own constructions, functioning, and 

prejudices.  

11) Focus on strengths and solutions: therapists should take a non-pathologising, 

positive view of the family system and their current difficulties, emphasising strengths 

and solutions in clients’ stories. 

 

Lorås et al. (2017) offer a definition of systemic therapy that I find useful when applying 

it to the context of relational difficulties:   

Systemic therapy is based on the assumption that people’s challenges and 

difficulties can best be solved within the relational system and context in which 

they arose. Clients’ own experience and history are considered to be the best 

starting point for finding new ways of dealing with their problems. The basic 

therapeutic goal is therefore to mobilise the strengths of their relationships as to 

make disturbing symptoms unnecessary or less problematic for them. The 

understanding of meaning as created in language also makes it a therapeutic 

goal to identify each client’s thoughts and beliefs, and link them to their emotions 

and feelings, in order to co-create new meaning and the possibility of new 

alternative relationships. Throughout the therapeutic process, the therapists 
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maintain an attitude of respect and uncertainty, knowing that clients’ expertise 

and knowledge of their lives must be mobilised, and that the therapists’ 

knowledge is always provisional. 

 

5.3.2. Research as a relational process   

As a systemic practitioner I work from a social constructionist stance which ‘views 

discourse about the world not as a reflection or map of the world, but as an artefact of 

communal interchange’ (Gergen, 1985, p.266).  McNamee and Hosking (2012) 

develop an approach that they call relational constructionism which is based in social 

constructionism as a meta-theory, but it is described as a way of being or becoming, 

and an orientation to the world. From this perspective the authors invite us to 

(McNamee and Hosking, 2012):  

• View research as a relational process, an everyday activity rather than the 

exclusive work of social scientists.  

• Reflect on how positions of researcher and researched are co-constructed in a 

different way to traditional research, in which the researcher must be detached 

and controlled as far as possible in order to produce ‘objective’ knowledge.  

• Concentrate on relational processes from which the person and the world 

emerge.  

• Move ‘beyond the taken-for-granted assumptions about the boundaries among 

person, community, institution, or environment and see that what we call reality 

is the product of relational engagement’ (McNamee and Hosking (2012, p.15).  

• Understand the role of the researcher as a change agent, and not simply 

scientists making discoveries about the world.  
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McNamee and Hosking (2012) argue that professionals who work in social change are 

as much researchers as change agents, and not simply scientists making discoveries 

about the world because they change the world as they examine it. For McNamee and 

Hosking (2012) inquiry is a relational practice and (re)constructs or constitutes 

relational realities. Finally, Relational Construction (McNamee and Hosking, 2012) is 

focused on ‘how we take relational realities in relational processes what these 

realities/processes constrain and potentiate, and how we might go on together’ to ‘live 

a good life’ (Wittgenstein, 1953 in McNamee and Hosking, 2012, p.15).   

 

5.4. Qualitative Research as political action  

5.4.1. Making the world visible  

From a relational constructionist orientation, I explored the possibilities that qualitative 

methods could offer to my inquiry. Denzin and Lincoln (2017) define qualitative 

research as ‘a set of interpretive, material practices that constitutes a situated activity 

because it locates the observer in the world and makes the world visible’. In my case, 

qualitative research allows me to locate myself throughout the different contexts of my 

professional practice, working with people with autism and learning disability, together 

with their care workers.  Qualitative research involves an interpretive, naturalistic 

approach that intends to transform the world. In this sense, qualitative researchers 

(Denzin and Lincoln, 2017): 

• Study things in their natural settings, attempting to make sense of, or interpret 

phenomena, in terms of the meanings people bring to them.  

• Turn the world into a series of representations, including field notes, interviews, 

conversations, photographs, recordings, and memos to the self. 
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• Involve the use and collection of a variety of materials: case studies, personal 

experience, introspection, life stories, interviews, artifacts, cultural texts, and 

productions that describe problematic moments and meanings in individuals’ 

lives.  

 

Under these considerations, I am part of the natural setting of the ‘things’ that I study, 

and my intention is to interpret phenomena and make sense of it with people in mind. 

I turn the ‘world’ of practice into a series of fiction-based stories that represent that 

world and I use personal experience, cultural texts and productions and creativity to 

produce a collection of materials that can be relevant to my field. In this sense, Willig 

and Stainton Rogers (2008) find that qualitative approaches to psychological research 

in the UK are increasingly being integrated into the mainstream: 

 

• The British Psychological Society indicates that qualitative methods must be 

taught.  

• UK funding bodies have started to favour mixed-methods research proposals 

which use a combination of qualitative and quantitative methods.  

• The National Institute for Health and Clinical Excellence (NICE) who make 

recommendations on evidence-based practice is considering qualitative as well 

as quantitative studies in areas such as health psychology (Willig and Stainton 

Rogers, 2008). 

 

Denzin and Giardina (2016) point out that although the field of qualitative research is 

defined by constant breaks and ruptures, there is a centre to the project which is the 

humanistic and social commitment to study the social world from the perspective of 
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the interacting individual. Denzin and Giardina (2016) argue that a current paradigm 

in qualitative research is rooted in a human rights agenda which requires an ethical 

framework that is both rights and social justice based, and includes making research 

accessible for public education, social policymaking, and community transformation. 

In this sense, I argue that developing ideas which are the product of my professional 

experience, working alongside support and care workers of autistic people, and 

disseminating my ideas in an accessible way through support workers afterwards, 

means to me social justice work.  

 

5.4.2.“Utopian pedagogies of hope”  

Qualitative enquiry aims to change the world, and to engage in ethical work that makes 

a positive difference in realistic ‘utopian pedagogies of hope’ (Denzin, 2019). The 

theme of the 2019 Qualitative International Congress was ‘Qualitative Inquiry and the 

Politics of Resistance’. Denzin (2019) described the congress as: 

 

Committed to a politics of active and passive resistance, to non-violence, to 

bearing witness to injustice, refusing to be silenced, refusing to accept assaults 

on critical, interpretive inquiry, refusing to abandon the goal of social justice for 

all. It is committed to confronting structures of repression which keep people in 

marginalised states by repressing critical consciousness. The truth cannot be 

repressed. Justice will prevail. We call for a politics of hope, acts of activism, 

discourses of resistance which imagine the impossible (p.4).  
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In the abstract to the keynotes for the Sixteenth International Congress of Qualitative 

Inquiry in 2020, Canella points out that Haraway’s (2016, cited in Canella, 2019) notion 

of ‘becomingwith’ ‘can facilitate the emergence of qualitative research re 

(conceptualisations) and related public actions that focuses on power, justice, and 

equality’. In the keynotes for the same congress, Pelias (2019) argues that ‘calling 

upon our empathic capacities has been a fundamental research strategy for those of 

us engaged in qualitative inquiry’. Pelias (2019) points out that autoethnography, as it 

speaks from a located self, becomes more persuasive and more ethically secure when 

it is guided by empathy. However, Pelias (2019) warns that in these repressive times, 

empathy may appear politically naïve and may lack efficacy, so the author develops 

empathic tactics in keeping with a qualitative inquiry, ethical sensibility and responsive 

to a regiment of repression.  

 

Finally, the world of qualitative research also includes ‘research as resistance, 

redefinitions of the public university, neoliberal accountability metrics, attacks on 

freedom of speech, threats to shared governance, the politics of advocacy, value-free 

inquiry, partisanship, the politics of evidence, public policy discourse, Indigenous 

research ethics, [and] decolonising inquiry’ (Denzin, 2019). I can situate my inquiry in 

the tension of neoliberal accountability metrics in terms of how money is used in Social 

Care; how providers of care use their budget to offer training and supervision to care 

staff; what kind of training they offer and what is the public policy discourse around 

this; what is the impact of the politics of evidence in training that is not mainstream?; 

and how could indigenous research and decolonising inquiry be linked to training for 

support workers of people with autism and learning disabilities? I have discussed 
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some of these issues in the introduction and will discuss them further in the conclusion 

to this dissertation.    

  

5.5. Systemic practice research and systemic inquiry  

My approach in this inquiry is also shaped by ideas from systemic practice research 

or systemic inquiry ‘which involves a process of reflexive movement between research 

activities and professional activities each informing and forming the other in a 

continuing and emergent process’ (University of Bedfordshire, 2015, p.6). Simon 

(2014) points out that method is a fluid development in response to a context in which 

relationality is foregrounded. In this sense, I find that my method changed over time 

and that it developed a pathway that I will explore in the next subsection.   

Simon (2014) argues that systemic inquiry is a form of qualitative inquiry because they 

share some areas of commonality, such as: a relational emphasis, a critique of power 

in the social world, a social justice agenda, an ethics-led practice, fluidity, a concern 

with the politics of description and with the creation of narratives and relationships in 

inner dialogue and outer talk. Systemic inquiry and qualitative inquiry also share a 

social accountability in terms of: speaking from within the first person, transparency, 

showing context reflexivity, collaborative participation, a critical approach to 

'professionalism' and 'methods' and practice as an art. Simon (2014) also points out 

that in systemic inquiry, methodology is treated as an emergent and ethical activity, 

and that it is ‘an ethics-led, relational model of practice research that 

incorporates room for spontaneous, emergent and collaborative responses to power 

and decision making in research practices’. I find that this is particularly important in 

my context of practice because allowing space for the spontaneous, emergent, and 
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collaborative means that the context allows new possibilities which are co-created in 

that space, to arise in the fluidity of work and care relationships.  

 

5.6. Ethnography, autoethnography and relational ethnography 

5.6.1. Describing a culture through ethnography  

 

Ethnography is at the centre of the tradition of qualitative methods and is defined by 

Fetterman (2008, p.1) as ‘the art and science of describing a group or culture’ whilst 

the ethnographer is interested in understanding and describing a social and cultural 

scene from an insider’s perspective. Ethnographic techniques were employed by 

anthropologists such as Malinowski (1922, cited in Willig and Stainton Rogers, 2008) 

and Mead (1928, cited in Willig and Stainton Rogers, 2008), who investigated the 

sexual practices of people in the Pacific and Polynesian Islands. Contemporary 

ethnography emphasises the importance of understanding the meanings and cultural 

practices of people from within everyday contexts (Willig and Stainton Rogers, 2008). 

Ethnography is traditionally described as a fieldwork method and as an approach to 

writing. Ethnographers participate in the lives of others, observing and documenting, 

by taking detailed field notes and conducting interviews. An ethnographer is both 

storyteller and scientist (Fetterman, 2008) and organises, interprets, and constructs 

information as text (Campbell and Lassiter, 2014). I find that ethnography as an 

approach to writing offers me the possibility of situating my practice in the context of 

the lives of my clients, from the point of view of my role as practitioner working with 

care staff and their clients, and through storytelling which focuses on everyday life.  
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5.6.2. Autoethnography: exploring the cultural through the personal  

Whilst searching for ethnographic methods I found that ethnography and 

autobiography are the sources of autoethnography (Ellis and Bochner, 2000; Holman 

Jones, 2005). This is an approach to research and writing that seeks to describe and 

systematically analyse (graphy) personal experience (auto) to understand cultural 

experience (ethno) (Ellis, 2004; Holman Jones, 2005). Autoethnography is usually 

written in the first person and the life of the researcher becomes a conscious part of 

what is studied, displaying multiple layers of consciousness (Ellis, 2008). For example, 

Richardson (2000) uses stories to situate her work in socio-political, familial, and 

academic climates, and reminds us of the continual co-creation of the self and the 

social sciences. In this sense, Ellis (2008) argues that:  

Autoethnographers gaze back and forth. First, they look through an ethnographic 

wide-angle lens, focusing outward on social and cultural aspects of their personal 

experience. Next, they look inward, exposing a vulnerable self that is moved by 

and may move through, refract, and resist cultural interpretations. As they zoom 

backward and forward, inward, and outward, distinctions between the personal 

and the cultural become blurred, sometimes beyond distinct recognition (Ellis, 

2008, p.48).  

Autoethnography focuses on stories as complex, constitutive, meaningful phenomena 

that introduce ways of thinking and feeling, and help people make sense of themselves 

and others (Adams, 2008). Autoethnographic writing has become common in a range 

of disciplines, including the exploration of professional practice (Adams, 2008). Wertz 

(2011, cited in Ellis and Adams, 2014) points out that psychologists have begun to 

embrace qualitative methods and have an increased interest in autoethnography. The 
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delay in which psychology seems to be embracing autoethnography might be due to 

psychology’s desired separation from the humanities towards an identity closer to 

science (2011, cited in Ellis and Adams, 2014).   

 

Autoethnography can also be a way of producing meaningful, accessible, and 

evocative research grounded in personal experience, research that might connect 

readers to political issues, and can deepen our capacity to empathise with people who 

are different from us (Ellis and Bochner, 2000). In this sense, ‘autoethnography treats 

research as political, socially-just and socially conscious’ (Adams and Holman Jones, 

2017). This idea is in line with my primary goal with this inquiry, aiming at producing 

meaningful and accessible research in the form of training materials that can deepen 

our capacity to empathise with the people we work with.  

 

5.6.3. Exploring research relationships through relational ethnography  

From the field of systemic practice, Simon (2013) develops a form of autoethnography 

called relational ethnography. It emphasises reflexive dialogical aspects of research 

relationships (Figure 79) involving systemic and social constructionist theory 

(McNamee and Hosking, 2012) in understanding relational activities. Simon (2013) 

explains this as follows:  

A philosophical and ethical stance which embraces reflexivity, 

responsivity, transparency of the researcher(s), relational awareness 

and dialogical coherence between that which is being researched and 

how research material is shared with others. It encourages an attitude to 

knowing based on a postmodern concern with what counts as 
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knowledge; how, with and for whom ‘knowledge’ is produced and with 

what social consequences. It invites the researcher to work with a literary 

eye and ear in anticipation of reader-respondents (p.11).  

 

Simon emphasises that relationality exists in every part of the research process 

(McNamee and Hosking, 2012) and uses the term relational ethnography for 

speaking reflexively and dialogically about, and from within relationships: from 

within the different voices of the researcher's inner dialogue, between the 

researcher(s) and other texts, between the researcher and others in outer dialogue, 

and between writers and readers of research writing.  

 

 

Figure 79: The shift from culture to relationships. 
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At the core of this study are the relationships that I have established throughout my 

professional career with the people I have worked and collaborated with. I have 

participated in people’s lives, and my own life has been touched by those relationships. 

I find such an approach has contributed to the process of this inquiry, and the 

elaboration of case examples has impacted upon those relationships over time and 

across different contexts.  

 

5.7. Fiction-based research: fiction as a research practice or social fiction 

5.7.1. A shift in the direction  

 

Whilst developing the methodology framework of my inquiry I went through different 

phases and possibilities, including:    

 

• Lack of support from the organisational level: initially, I considered conducting 

action and collaborative research involving care workers and service users in a 

co-produced inquiry. Although I felt strongly about collaborative research as 

social justice and emancipatory practice with underrepresented or minoritised 

groups, I needed the support from the organisational context, but I could not 

engage the different organisations with whom I have worked with in my research 

activities. 

• Power tension: I later felt that if I had engaged with participants’ care workers 

and people with autism and learning disabilities, I might have found that this 

would potentially compromise our working and therapeutic relationship. Would 

they freely reject my invitation to participate when there was an ongoing working 
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or therapeutic relationship? Would they share with me ideas, and thoughts 

biased by what they thought I could be expecting from them? Although people 

described as ‘participants’ could find this process as the opportunity to 

participate in a piece of work with the intention of making a positive impact in 

the field, they could also experience it as if I were asking an engagement in an 

activity for my own benefit, which is to complete this piece of work as part of the 

PDSP.  

• Life’s experiences as ‘data’: I did not feel comfortable with working with people 

and simultaneously ‘using’ their life stories, struggles and conflicts as ‘data’, 

‘material’ or a ‘resource’ that in the flow of the inquiry process could be 

objectified, whilst being ‘analysed’, and later shared with an audience. This is in 

line with thinking, as Parson (2019) points out that traditionally, research has 

been a colonising practice and there is a risk of turning participants’ struggles in 

society for my own personal gain.  

• Consent: if I had decided to work with people and their and our struggles, I would 

have had to access the consent of my participants. However, in the case of 

service users, they are considered ‘vulnerable’ members of society and their 

capacity for consent would have been questioned. In the case of support 

workers, they could have offered their consent but, I wondered again if they 

would have openly told me that they did not want to participate in the context of 

power dynamics of the psychologist-support worker-service user relationship.  

• Confidentiality: another relevant issue was that I wanted to protect my clients’ 

confidentiality, that of service users as well as staff throughout different 

professional settings.  
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• Trans-contextuality: at some point, I wanted to produce an inquiry in which I 

could amalgamate experiences from different contexts of my work practice and 

from different countries.  This added another extra layer of complexity as it would 

involve ethics approval of ‘overseas research’.  

• Accessible research: as I explored and reviewed literature available in the form 

of training, I decided that it would be relevant to develop case examples in an 

accessible language for support workers, who are an audience that might not 

be familiar with academic writing, as I understand that is the gap that I need to 

address.  

 

5.7.2. Strengths and limitations of fiction-based research   

Whilst exploring different possibilities in terms of methodology, I found that fiction-

based research (Leavy, 2013, 2018) could be an option considering the context of 

myself and my study. Nayebzadah (2016) argues that fiction-based research 

remains undervalued and misrepresented as a disempowered research method. 

Mainstream psychology continues to show limited acceptance of qualitative 

research (Roberts and Castell, 2016) as psychology considers itself to be a science, 

and embraces the methods of science (Marecek, 2003). However, Chamberlain et 

al. (2018) point out that as psychology tries to understand human experience, arts-

based research has the potential to help with generating new understandings. In 

this sense, arts-based research (ABR) includes many different arts practices or 

methods (Leavy, 2018; Trier-Bieniek, 2019) and these are useful for producing new 

insights, explorations, raising awareness and cultivating empathy. In choosing a 

fiction-based approach, I am also considering the following aspects in terms of 

participants, audience, the study, and on a personal level.  
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In terms of participants:  

• I can avoid the objectification of research participants (service users as well as 

care staff) whilst preserving the complexity of human experience (Josselson, 

2006, in Leavy, 2018).  

• I decide to develop a series of fiction-based composite stories (Ellis, 2004) 

inspired by my experiences, episodes, interactions, and situations throughout 

my career.  

• I construct composite characters that amalgamate different themes that have 

emerged from personal insights and striking moments of my professional 

journey.  

 

In terms of my study:  

• A fiction-based approach seems coherent with the aim of my study, which is to 

develop a collection of case examples that illustrate a relationship-centred 

approach for support workers.  

• Fiction promotes ‘empathetic engagement’ (de Freitas, 2003) and central to this 

study is a relational approach to support people, with the idea of eliciting 

empathy and connection at its heart.  

• The fiction-based stories with composite characters include ethnographic 

representations, conversations, and scenes (Goodall, 2000) based upon a 

selection of themes that struck me as a social constructionist counselling 

psychologist.  

• A fiction-based approach allows me to illustrate the complexity of learning 

episodes in what I am calling a relationship-centred approach for support 

workers.  
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In terms of my audience:  

• Fiction can be crafted to suit a particular audience (Leavy, 2018).  

• My audience, predominantly support workers, might benefit from my role as 

researcher-storyteller (Leavy, 2018).  

• My audience might be more engaged with fiction writing in comparison with 

traditional academic writing and research publications.  

• Fictional narratives are also incomplete and leave space for readers to add 

their own interpretations (Leavy, 2018).  

 

On a personal level:  

• I am interested and excited about the idea of producing a non-traditional 

psychology academic study that is accessible outside of the academy. My study 

intends to break new boundaries and could potentially serve as a platform for 

future scholars and studies.  

• Through fiction-based approach, I illustrate the complexities of micro-macro 

connections (Leavy 2013) of the work involved from a personal, professional, 

relational, and cultural perspective. 

 

Nayebzadah (2016) points out three concerns in relation to fiction-based research: 1) 

The method struggles to demonstrate truth, validity, and objectivity due to its fictional 

component; 2) As a subjective form, the research cannot be properly assessed; and 

3) Reflexivity is difficult to achieve when working with fictional research participants. 

In this context, Leavy (2017) argues that arts-based research is a separate research 

paradigm, so she merges standards from traditional fiction and traditional research to 

develop an evaluative criteria.   
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5.7.3. Criteria for assessing the quality of this study  

Considering that this inquiry is situated at the intersection of the position of practitioner-

at-work and post-positivist qualitative research, I propose that it can be judged using 

two sets of criteria: Leavy's (2013) set of criteria for fiction-based research; and 

Simon's (2018) set of criteria for professional practice research. In the conclusion, the 

last section of this thesis, I discuss further how I consider that this study has met this 

criteria.  

 

In terms of criteria for judging fiction-based research, Leavy (2013) proposes the 

following model:  

 

1. Creation of a virtual reality in which the writer captures verisimilitude. 

2. Sensitive portrayals of people, promotion of empathy and empathetic 

engaging.  

3. Form, structure and narrative in which design elements and content are 

linked. 

4. Presence of ambiguity by opening the texts to multiple meanings, 

structuring gaps in the narrative and considering readers’ expectations. 

5. Substantive contribution to a knowledge area or disciplinary field and 

usefulness.  

6. Aesthetics: paying attention to aesthetics through the craft of writing.  

7. Personal signature by imbuing the text with the writer's personal fingerprint 

(style, tone, and content choices). 

8. Audience: linking design choices to the target audience.  
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Simon (2018) proposes a set of criteria for judging systemic practitioner research. The 

following is my condensed version:    

 

1. Systemic Practice: a focus on systemic practice and creative use of theory and 

practice.  

2. Situatedness: the study asks, and answers how, why now, and with what 

intentions it is being developed. The research topic is related to practice. The 

study offers critical knowledge and discussion of the literature relevant to the 

focus as well as systemic theory and ideological context. The inquiry is critically 

situated in relevant and comparative national literature, within local and global 

contexts.   

3. Methodology: this arises out of the practice in focus and is supported by 

systemic thinking. The methodological framework is discussed as well as an 

account for the choice of approach, the creation of research material, the 

means of reflecting on the material, methodological innovation and identified 

criteria by how the study can be judged and why.  

4. Relational ethics: the study is ethics-led over method-led. Considerations are 

offered in terms of power relations, differences in lived experience, belonging 

and identity in professional practice inquiry, research relationships and wider 

socio-political systems. This study has a stated social responsibility objective, 

and the researcher is visible and speaks in the first person. 

5. Relational aesthetics: the presentation of this study has aesthetic merit and 

works for the audience and for the subject. Research writing is presented in a 

style that provides readers with an accessible and reflexive space to make their 

own meaning alongside my own reflections.  
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6. Reflexivity: this is present as an ethical way of being, in relation to practice and 

research.    

7. Coherence: all areas of research activity reflect the values and relational ethics 

of systemic practice. There is coherence between the title, research focus and 

content.  

8. Contributions: evidence and discussion of how the research makes an original 

and impactful contribution to the field of systemic practice and systemic inquiry, 

for members of the public, or other professionals, communities, or 

organisations. 

 

5.8. Buddhist meditation, writing and making storyboards as a method of inquiry  

 

With the plan to develop fiction-based case examples, I incorporated other 

components to my methodology: Buddhist meditation, writing, and developing 

storyboards.  

 

5.8.1. A ‘scientific philosophy’  

 

I met Buddhist ideas and practices whilst in the process of developing this inquiry and 

as a way of relaxation for my body and mind. Buddhism is a religion, a philosophy, 

and a set of practices that originated in India about 2,500 years ago with the ideas 

developed by Buddha Shakyamuni, called 'Dharma' (Harvey, 2013). I was also 

attracted by the connection of systemic thinking and social constructionism being 

applied to the Buddhist ideas of ‘interdependence’, ‘emptiness’, and the notion that all 

phenomena arise from, and is created by the mind (Kelsang Gayso Rimpoche, 2001). 
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The term ‘Buddhism’ derives from ‘the Buddha’ which means the ‘awakened one’ or 

‘enlightened one’. This means that most people are seen, in a spiritual sense, as being 

asleep, this means being unaware of how things really are (Harvey, 2013). Buddhism 

spread to most parts of Asia in the 20th century and when China occupied Tibet in 

1959 and thousands of monks were forced into exile in India and the West, Buddhism 

grew exponentially.  

 

In terms of ‘Lama’ (which means teacher in Tibetan), Yeshe (2012) points out that 

Buddhism encourages inner and outer scientific experimentation and describes it as 

an accurate psychological explanation of the actual nature of the mind. For Lama 

Yeshe (2012) Buddhism is not interested in talking about Buddha himself, but in 

understanding human psychology, and the nature of the mind. Buddhist practitioners 

try to understand their own mental attitudes, concepts, perceptions, and 

consciousness. Buddhist nun Robina Courtin (2019) says that Buddha is a 

psychologist and that our job is to understand our mind. 

  

5.8.2. Buddhist meditation as a method of inquiry 

 

The Buddhist model of the mind was developed by great thinkers and yogis of India in 

their meditation 3,000 years ago and is still practiced today as a living system for inner 

transformation (Courtin, 2019). This model divides the contents of the human mind -

our everyday thoughts, feelings, and emotions - into three categories: positive, 

negative, and neutral (Kelsang Gayso Rimpoche, 2001). The positive thoughts, 

feelings and emotions are the source of happiness: love, compassion, kindness, 

generosity, forgiveness, and patience. The so-called negative ones are painful: anger, 
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neurotic neediness or attachment, jealousy, depression, low self-esteem, and 

arrogance (Courtin, 2019). When we look at what we call reality or the outside world, 

we have a very strong impression of its substantiality. However, Lama Yeshe (2012) 

points out that a solid reality really exists outside of us but is projected by our own 

mind. In that context, Courtin (2019) invites us to do a job of ‘moulding our own mind’ 

by cultivating the ability to focus the mind and concentrate through a mediation 

technique known as 'mindfulness'. This is ‘a very sophisticated psychological 

technique [that] enables [us] to go to extremely subtle levels of [our] mind and to 

observe the thoughts, the stories, and to become our own therapist’ (Courtin, 2019).  

 

As I progressed through the production of this inquiry, I started to participate in 

meditation retreats, and engaged in time to meditate and write. The retreats created 

the sense of a bubble, or insulation from the outside world, that allowed me to focus 

on my thoughts, but also to be more receptive to the outside. As I was able to find 

peaceful states of mind, I could focus on what I felt was relevant to this study by asking 

myself: What do I need to tell? What do I feel is valuable to be said? Who are the 

characters that I need to construct in my fiction-based stories? What do they need to 

say? How do they say it? What is my positioning in those situations? How do these 

ideas and concepts interact?  

 

5.8.3. Meditation and writing ‘Medi-Writing’  

I participated in Buddhist meditation retreats at the Manjushri Meditation Centre in the 

Lake District (Figure 80) at different times between 2018 to early 2020, until the 

Coronavirus pandemic arose and religious places were ordered to close for several 

months.  
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Figure 80: Three 

snapshots from 

Manjushri 

Meditation Centre 

in the north of 

England.  

 

 

 

 

 

Buddhist meditation has helped me reconnect with what I feel has been important to 

explore about my experience of working with people with autism, learning disabilities 

and their carers and support staff. As I reflected on learning processes that were 

meaningful to me over time and across different contexts, I developed what I felt was 

somehow a personal Global Positioning System (GPS). A GPS is a network of 30 

satellites orbiting the Earth at an altitude of 20,000km (Physics.org, 2019). The system 

emits signals that can be tracked with every mobile phone on the planet and is used 

to calculate its position. An imaginative movement from zooming in and out, helped 

me to shift my attention to the broader social discourses and back into the construction 

of stories with a plot and characters, and their connection with the ideas that compose 

what I call a relationship-centred approach. That ‘GPS’ is formed of three questions 
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(Figure 81): What do I feel I need to write about? What do I feel others would benefit 

from reading, and why? And how useful is this story, and why?  

 

 

Figure 81: A ‘GPS’ as reflexions in motion. 

  

5.8.4. Relevant moments of learning   

Whilst in meditation, images, thoughts, dialogues, and recollections of situations would 

come up in my mind. I wrote key words down and further explored them later. I have 

realised that some of those materials were based on moments that had been 

particularly relevant for me. In this sense, Shotter and Katz (1999) call striking 

moments in therapy and ‘language of momentary doings’ (p.89) to those moments in 

which the therapist’s activities remain internally responsive as opposed to being 

externally-driven. In these instances, the focus is on remaining present and engaged 

in the moment, and as the therapeutic conversation unfolds, there is an avoidance of 

theoretical organisation, impositions, or hypotheses. Shotter and Katz (1999) use Tom 
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Andersen’s therapeutic work to honour this stance, describing the careful attention 

paid to listening out for striking moments that are ‘living’, ‘poetic’ and ‘arresting’.  These 

moments take place when speakers or listeners are visibly touched, or when 

something seems to hang suspended or arrested in the momentary spaces between 

utterances (Shotter and Katz, 1999). During these ‘striking moments’ I emphasise the 

emotional component, in which there is a bodily sense of wider understanding, and in 

which I find myself saying “Yes, this is it!”. We could connect these special moments 

with what modern fiction writer Virginia Woolf called ‘moments of being’ (Urquhart, 

1998) as a technique within her use of the stream of consciousness in her characters. 

Woolf (1985) wonders why some moments are so powerful and memorable, even if 

the events themselves are unimportant, that they can be vividly recalled while other 

events are easily forgotten (Urquhart, 1998). She concludes by thinking that there are 

two kinds of experiences: moments of being, and moments of non-being. Woolf (1985) 

experiences moments of being, with intensity, and an awareness in which an individual 

is fully conscious of her or his experience and their connection to a larger pattern 

‘hidden behind the opaque surface of daily life’ (Urquhart, 1998). For Virginia Woolf 

(1985) all human beings are connected with this as ‘the whole world is a work of art; 

we are parts of the works of art, we are the words, we are the music; we are the thing 

itself’. Perhaps we could think of moments of being from a systemic social 

constructionist and Buddhist perspective in what we could call ‘moments of relational 

awareness’? This suggests moments in which we feel the awareness in ourselves as 

part of a larger system or ecology of interdependency with others. In my case, the part 

of human systems that includes people referred to as being autistic with LD, and 

people referred to as being care workers.  
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5.8.5. Creating case examples  

 

The production of materials consists of a process (Figure 82) that seems lineal but 

which implies the juxtaposition of different steps:  

 

 

Figure 82: A possible conceptualisation of my creative process. 

 

 

1) Meaningful moments arise in meditation. For example: in the calm space of my 

mind, suddenly a vision of this carer arises. We are seated in her bedroom in our 

client’s home. Then she says something to me, almost whispering, something that 

strikes me. I can feel the loneliness in that room, this person spends most of the day 

there by herself, connecting with her client only a few times a day. Another example: 

in the clarity of my mind, another carer arises. We are having a long phone 
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conversation. She is complaining that she is not connecting as much as the rest of the 

team because she is a member of bank staff.   

 

2) Those moments are amalgamated in a series of emerging themes: for example, I 

think of these carers and how their feelings of loneliness seem to be a theme from the 

standpoint of the carer working alone in supported living without a team. Why isn’t the 

care worker able to connect with their client, who might also feel lonely? So, isolation 

and loneliness come up as a theme in my inquiry, as training might focus on how 

support workers can engage with their clients in activities but do not seem to address 

the team development as an issue. I can connect loneliness with a relational 

environment, and how people perceive and communicate with each other. From these 

links I develop key words. For example: ‘communication and behaviours’.  

 

3) Inspired by those themes and keywords, I then write a fiction-based case example. 

John is a fictional character, and he represents a theme. For example: “John offered 

me some coffee and then he said ‘we work on our own and sometimes that is really 

hard. You know, we say that Michael is socially isolated, but I am also socially isolated 

in this house.”  

 

4) Then I add scenarios in the format of storyboards to the case examples. A 

storyboard is (Merriam-Webster, 2020) a panel (Figure 83) or a series of panels with   

a set of sketches that portrays changes in a scene and action, in a series of shots (as 

for a film for example). For example: I start developing John as a character and I place 

myself in an environment. It could be the kitchen of the house, or the lounge. I imagine 

John, his voice, his body language and how we respond to each other. I also situate 
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Michael, which is the service user and the team that works with John and Michael as 

well. The online tool ‘StoryboardThat.com’ allows the composition of a series of 

storyboards in which I can choose a character, ‘customise’ their physical appearance, 

body posture, facial expression, colours, and some movement in arms and legs.  

 

Figure 83: Designing scenes with the online tool ‘Storyboard that’. 

 

 

Ideas that are thousands of years old 

such as meditation and 

interdependency added a creative 

and spiritual background. A 

technological tool complemented my 

case examples creating more 

context (Figure 80, left.) for the 

characters and their dialogues, and 

making them more visually 

appealing and engaging.   

 

Figure 84: A scenario can be 

composed by many scenes. 
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5.9. Developing a relationship-centred approach  

Finally, with the purpose of recapping in terms of the process of production of this 

inquiry, I would like to offer a list of research activities involved (Table 6) that 

complement each other:  

 

Part 1: Developing a critical and appreciative analysis of current approaches  

I analysed and briefly described twenty approaches and sets of training related to 

autism and learning disabilities that are currently available in the United Kingdom 

for support and care workers.  

Part 2: Developing a relationship-centred approach 

a) I have reflected on learning episodes and work experiences with people with 

autism and learning disabilities, and their support network, across different 

contexts over time. 

 

b) I have developed a list of different themes and condensed them into four 

major areas:   

 

✓ How people communicate and behave towards each other. 

✓ How people perceive each other. 

✓ How people share an environment. 

✓ How people share time. 

 

c) I have reduced those themes to 4 key concepts:  
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• Communication and behaviour 

• Inter-perception 

• Shared environment 

• Shared time 

 

I have developed possible connections between current training and those 4 themes 

in what I describe a Relationship-Centred Approach. I have also developed a visual 

representation for those ideas in interaction.  

 

Part 3: Illustrating a relationship-centred approach through case examples 

Through a fiction-based approach I have developed case examples illustrating each 

of the themes with composite characters and scenarios.  

 

In the following section, I invite you to explore what I call a Relationship-Centred 

Approach (RCA), and later to read the fiction-based stories or case examples that can 

illustrate RCA. 



253 
 

Autism and Learning Disabilities: Developing a Relationship-Centred Approach for Support Workers in Social Care 
Francisco Urbistondo Cano 2021 - University of Bedfordshire - Professional Doctorate in Systemic Practice 

 

 



254 
 

Autism and Learning Disabilities: Developing a Relationship-Centred Approach for Support Workers in Social Care 
Francisco Urbistondo Cano 2021 - University of Bedfordshire - Professional Doctorate in Systemic Practice 

 

6. Developing an approach centred on the care relationship  

6.1. What is a Relationship Centred Approach? (RCA)  

 

• RCA is as a stance, an attitude that focuses on the care relationship, and the 

connection between a support worker and a client (Figure 85). It aims at 

complementing current training that seems to focus mainly on the individual 

with autism and learning disabilities, from a ‘deficit’ perspective and ‘diagnosis-

led’ orientation.   

 

 

Figure 85: A shift in the focus.   

 

• RCA as an approach is an invitation for staff to reflect on their everyday practice 

and to be aware of how their thoughts, feelings, and actions impact on their 

connection and care relationships with the people they work with. For example: 

they might be tired, bored, agitated, or anxious in the interaction with their client, 

and this will shape the nature of the care relationship.  
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• RCA is not a ‘quick fix’ or a ‘tool-box’ because it addresses the work of 

supporting a person with autism and learning disability from the point of view of 

differences in processing and learning information. It is not about ‘managing’ 

but about ‘being-with’ and ‘going along with’.   

• RCA, by focusing on the care relationship, does not suggest that staff should 

‘push’ to have a ‘close relationship’ with their clients, but it is an attitude and a 

stance that kindly and warmly values the other person as an equal human 

being.  This is a starting point of the work being done, in supporting and ‘being-

with’ that person.  

 

6.2. What is the conceptual basis for the RCA?  

 

 
 

Figure 86: Different levels  
of influence. 

 

A Relationship-Centred Approach (RCA) 

is an attitude and a set of ideas that aims 

to facilitate and orientate a reflexive 

conversation about the care and support 

relationship. RCA can complement and 

integrate current perspectives about 

working with people with autism and 

learning disabilities, which I present in 

the literature review as a set of ‘toolbox 

approaches’ (Figure 86) and can also 

integrate approaches from psychology 

and neuroscience. It is inspired and 

informed by a rich cluster of ideas, 

theories, and practices.  
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Systemic relational collaborative dialogical social-constructionist ideas and practices 

are at the core of the RCA, as we understand that the care relationship is at the higher 

conceptual level (Figure 87). The neurodiversity movement and a human rights 

approach offer values, such as equality to that care relationship. RCA can also benefit 

from contributions from other theories: trauma and compassionate informed 

approaches allow us to understand that people come to the care relationship with their 

own personal history that often includes difficult experiences when working with other 

people; neuroscience and psychology-informed approaches can also enrich the 

narratives when working with people who support other people.   

 

 

Figure 87: Different theories and practices can be linked to RCA. 
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A Social-Constructionist and Systemic Living perspective (Gergen, 1985, 2009, 

2015; McNamee and Hosking, 2012; Anderson, 2006, 2009, 2019; Bateson, 2017; 

Simon and Salter, 2019). 

1) The Ecology of Social Care: People labelled as autistic with learning disabilities 

and their support staff can be thought of as being part of an ecology which includes 

the provider of care that offers that support, the training they offer to the staff, 

professionals from Health and Social Care who work with them, the supported living 

in which they live, their local community, legislation about PWLD and the wider 

society and culture (Figure 88). A Social-Constructionist and Systemic Living 

perspective open the lenses of awareness, and our positioning in the wider systems 

that we co-construct and that construct us, with an emphasis on ethics and social 

justice values.  

 

Figure 88: The care relationship at the foreground. 
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2) People learning together: in the ecology of social care a person is hired to 

support, care, guide, and sometimes look after another person for a specific amount 

of time in an environment. The system refers to them as the ‘support worker’ and 

‘service user’. Each person has thoughts, feelings, perceptions, and ways of 

responding to each other, which they express through verbal and non-verbal 

language. A client might work with a team of different support workers, and they 

could be thought of as a learning system which is constantly trying to adjust and 

respond to one and other as they move along in interaction. In my role as a 

psychologist, therapist or trainer working with teams who support a service user, I 

also constitute part of that learning system. 

3) Focus includes care staff: as humans in relationships trying to get along with 

each other, the support worker and their client are constantly making sense of each 

other. The social care system assumes that the client labelled as ‘vulnerable’ has 

‘needs’ and their care worker is expected to be responsive to those needs. However, 

the care worker also has needs as a worker and the organisation who provides the 

care should be expected to be responsive to those needs too. A relationship-centred 

approach invites support workers to reflect on their needs in relation to their context 

of work. 

4) Behaviours are seeing in a relational context: all behaviour can be understood 

as a form of communication and in a context. Care staff are invited to explore not 

only behavioural and communication patterns in their autistic clients with learning 

disabilities, but their own response to the interaction from their clients and how they 
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feedback to those patterns. The response of carers to clients, and clients to carers, 

is what constitutes the heart of the care relationship. 

5) It is about a collaborative and dialogical relationship in which:  

• An attitude and a posture invite a particular kind of relational and 

conversational process, which leads to the development of new possibilities. 

When I work with clients, we spend time in an environment. Support workers 

and service users also spend time in an environment, as partners in an 

interaction.  

• A care worker dialogically and sensitively communicates through verbal 

communication or through body language in a manner that includes a way of 

thinking with, engaging with, acting with, and responding to the people with 

whom they work. 

• A care worker can feel that they are a ‘guest’ in the life of their client: for 

support workers it is their working environment, and for the client it is the 

intimacy of their home.  

• A reflexive care worker: reflexivity allows the support worker to engage in 

conversations with themselves, their colleagues in the team, as well as their 

client about the quality of their care relationship. 

 

Awareness on Neurodiversity and Human Rights (Beardon, 2017; Ellerman, 2016; 

Sinclair, 1993; Singer, 1998, 2016; Walker, 2016)   

RCA is informed by the neurodiversity movement and offers the following 

expectations to the role of the care workers (Figure 85):  
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1) Care staff who are neurodiversity-sensitive: a client and a support worker 

have their own ways of processing information coming from the environment, from 

their own emotions and feelings, communication, and social interaction (Figure 85). 

Autism and learning disabilities are understood as differences and / or neurological 

variances, rather than exclusively as deficits and impairments in the context of a 

lifelong disability.   

 

Figure 85: Care staff roles’ expectations. 

 

2) Care staff who are ‘culturally-sensitive’: a client and a support worker could 

be thought of as coming from ‘different cultures’. This might be in terms of the 

distinction between the ‘neurotypical’ or ‘neurodiverse’ population, and in terms of 

understanding the idiosyncratic ways of being in the world that each unique person 

has. With increasing numbers of migrant workers in Social Care, a client and a 

support worker might originally belong to different cultures, and this might require 

that the team becomes culturally sensitive as a human system.  
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3) Care worker as a ‘human rights ally’: from a social justice perspective, support 

workers are invited to appreciate neurodiversity and think about themselves as allies 

of the people they are working with, rather than agents of oppression and 

normalisation, whose role is to demand compliance. Care workers are invited to 

explore the social dimension of people with autism and learning disabilities that 

shows that they are at higher risk of traumatic events, discrimination, stigmatisation, 

hate crime, overmedication, suffering physical restraint, and a regular abuse of their 

human rights. 

 

Trauma-based perspectives on human suffering: Trauma Informed Care (Urquhart 

and Jasiura, 2013; Jackson and Waters, 2015) and the Power Threat Meaning 

Framework (Johnstone et al., 2018)  

1) Organisations and care staff are sensitive to trauma: described as a way of 

being in the relationship, trauma-informed care is not a specific treatment strategy 

or method. This approach understands trauma as experiences that overwhelm an 

individual’s capacity to cope (Urquhart and Jasiura, 2013), and embed an 

understanding of trauma in all aspects of service delivery by placing priority on the 

person’s safety, choice, and control (Urquhart and Jasiura, 2013). This does not 

necessarily require disclosure of trauma but recognises that trauma experiences are 

a possibility for anyone. As a result, the approach creates a culture of nonviolence, 

learning and collaboration as well as recognising the need for physical and 

emotional safety.  
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2) Organisations and care staff that are sensitive to how the misuse of power 

potentially affects people’s lives: the Power Threat Meaning Framework explains 

how we, as humans, have learnt to respond to the threats of misuse of power 

(Johnstone et al., 2018). The framework sees ‘symptoms’ as threat responses, and 

connects wider social factors such as poverty, discrimination, and inequality, along 

with traumas such as abuse and violence, and the resulting emotional distress or 

troubled behaviour. It offers a new perspective on distress which takes us beyond 

the individual and shows that we are all part of a wider struggle for a fairer society 

(Johnstone et al., 2018). This can be used as a way of helping people to create more 

hopeful narratives, or stories about their lives and difficulties they have been faced 

with or are still facing. 

 

Compassion-based perspectives on human wellbeing: Compassion Focused 

Therapy (Gilbert, 2010; Lee and James, 2012) and Nonviolent communication 

(Rosenberg, 2015) 

1) Organisations and care staff who are sensitive to compassion and its power 

to heal: Compassion Focused Therapy (Gilbert, 2010) is influenced by Buddhist 

philosophy and based on an evolutionary model of human psychology and a 

neuroscience. This approach ‘stimulate[s] compassionate ways of thinking and 

problem solving for the benefit of all’. The approach presents a model to understand 

how our brain functions, and how developing acceptance and compassion for 

ourselves and others is deeply healing, strengthening, and soothing, and can help 

us to face the many challenges of life. 
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2) Organisations and care staff who are able to deeply listen to themselves 

and their clients: based on the assumption that all human beings have capacity for 

compassion and empathy, Nonviolent Communication (NVC) is a concrete set of 

skills that focus on how to communicate and hear our needs and those of others, 

aiming at creating a path for healing and reconciliation. It is also called 

Compassionate Communication or Collaborative Communication and it emphasises 

a  ‘deep listening’ to ourselves as well as others, and as a result it helps us discover 

our own compassion (Rosenberg, 2018). The practice of NVC teaches us to clarify 

what we are observing, what emotions we are feeling, what values we want to live 

by, and what we want to ask of ourselves and others. It is an alternative to the use 

of language of blame, judgement, or domination. NVC is based on a historical 

principle of non-violence, which is ‘the natural state of compassion when no violence 

is present in the heart’ (Rosenberg, 2018). Its goal is achieving interpersonal 

harmony and learning for future cooperation. 

 

Neuroscience and psychology-led perspectives on human life: Interpersonal 

neurobiology (Siegel, 2012, 2018); Polyvagal theory (Porges, 2017); Positive 

Psychology (Peterson, 2008). 

1) Organisations and care staff who have an understanding of how interpersonal 

relationships affect our biology as humans:  

Interpersonal neurobiology (IPNB) or Relational Neuroscience (Siegel, 2012) 

is a practical and working model that describes human development as a product of 

the relationship between the body, mind, and relationships. This model focuses on 
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how interpersonal relationships shape the structure and function of the brain. Linking 

with attachment theory, Siegel (2018) is interested in how past experiences have 

shaped the connections in the brain so that when we live a similar situation, this 

shakes the way that neurons work in the brain. One of the central concepts of IPNB 

is integration which, in the context of a relationship, means that ‘each person is being 

respected for his or her autonomy and differentiated self while at the same being 

linked to other[s] in empathic communication’ (Siegel, 2012). The result of 

integration is kindness, resilience, and health. 

3) Polyvagal theory (Porges, 2017): this evolutionary model emphasises that as 

humans we want to feel safe and connect with others. This perspective explores the 

link between psychological experiences and physical manifestations in the body, 

and points out three neural circuits involved in: 1) the promotion of social behaviours; 

2) mobilisation associated with fighting or fleeing; and 3) immobilisation associated 

with hiding or feigning death. Within this model, how we look, listen, and vocalise 

offers information to others about whether or not we are safe to approach. In this 

sense, prosodic voices, positive facial expressions, and welcoming gestures trigger 

feelings of safety and trust that spontaneously arise when the social engagement 

system is activated, maintaining connectedness and co-regulation. Porges (2017) 

points out strategies to enable us to become more welcoming as we invite others to 

co-regulate when they feel safer with us. 

4) Positive psychology (Peterson, 2008; Seligman 2011): this is an area of 

psychology described as the scientific study of positive experiences such as 

pleasure and flow; positive traits such as character strengths, virtues, values, and 

talents; and the social institutions that enable these to flourish. Positive Psychology 
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also offers a theory of well-being composed by five elements (PERMA): positive 

emotions, engagement, relationships, meaning and purpose, and accomplishment. 

Another major concept is 'authentic happiness' which has three aspects: positive 

emotion, engagement, and meaning; each of which feeds into life satisfaction and 

are measured by subjective report. The construct of ‘Posttraumatic growth (PTG)’ 

intends to understand the conditions under which people can experience positive 

behavioural changes after going through highly stressful adverse events. Positive 

Psychology offers interventions that already have implications for education, 

economics, therapy, and public policy. 

 

In summary, we can enrich the work with care staff who support autistic people with 

learning disabilities by:  

 

→ Understanding RCA as a higher conceptual 

layer (Figure 90) that focuses on the care 

relationship and the connection between staff 

and clients.   

→ Incorporating contributions from other 

theories and approaches such as the 

neurodiversity movement, trauma and 

compassionate-based approaches, and 

neuroscience and psychological perspectives. 

→ Incorporating autism/LD specific approaches 

and training from within the relational framework.  

 

 

Figure 90: Understanding RCA 

as a higher conceptual layer. 
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6.3. What might a Relationship-Centred Approach look like? 

The main purpose of RCA is to generate conversations amongst care staff in which 

they can reflect upon their relationship and connection with the people they work with. 

In order to facilitate those conversations, I developed a visual support that care staff 

might use in discussions amongst themselves as well as with their clients. Next, I will 

explain the process of developing this visual representation of a reflexive conversation:  

 

• Understanding that everything is changing: my first priority was to emphasise 

that we live, we work, and we are part of contexts that change from moment to 

moment (Figure 91). Here, I can link this idea with the Buddhist concept of 

‘impermanence of all phenomena’ (Kelsang Gayso Rimpoche, 2001). The food 

we eat, the energy we have, the state of our health, and countless things impact 

in the way we perceive our inner and outer worlds. No day is like another, even 

in repetitive jobs. When we work with people, both they and ourselves are 

influenced by variables which are changing all the time. For example, the 

temperature of the room which we are in, or if we work out and about; or the 

external variables we cannot control, for example, traffic jams, weather – in fact, 

anything can happen!  

 

Figure 91: Image representing movement and change.   
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• Visually representing a care relationship: next, I wanted to represent a 

conversation about a care relationship with another person, within the fluidity of 

life (Figure 92). A relationship that is separate from the characteristics of each 

person as individuals, is also embedded in a context over time. Anderson 

(2008) uses a ‘story ball’ metaphor in which a person passes a ball to another 

person as they engage in a conversation. In the case of RCA, the ball becomes 

a map on which people can draw, can make notes on, and can facilitate a 

creative process.  

 

 

Figure 92: Representing a conversation through a moving ball. 

 

 

• Reflecting on what would be relevant aspects of a care relationship: through 

the idea of a ball, I also wanted to represent the four major themes that emerged 

from my analysis of the available training, as well as my reflective work with 

meditation and writing. I imagined a moving sphere composed by those four  

mutually-related themes (Figure 93): communication and behaviours, mutual 

perception, shared environment, and shared time.   



268 
 

Autism and Learning Disabilities: Developing a Relationship-Centred Approach for Support Workers in Social Care 
Francisco Urbistondo Cano 2021 - University of Bedfordshire - Professional Doctorate in Systemic Practice 

 

 

Figure 93: Four pivotal aspects of a care relationship. 

  

• Talking about a something called a ‘care relationship’ (Figure 94): a person 

referred to as ‘care staff’ is paid to work with another person referred to as 

‘service user’, in a particular place and for a specific amount of time. 

 

 

 
 

Figure 94: Themes and questions to elicit reflexivity.  
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As people spend time together, they communicate and respond to each other through 

verbal and/or body language, by doing or not doing things, and by behaving in specific 

ways. People perceive each other and might use words to describe this, such as: “she 

is fine to be with”, “we had a laugh”, “I am finding him challenging”, “he is pushing 

boundaries”, “I don’t like working with him”, and so on. How people perceive each 

other is associated with how people communicate and behave. Interaction happens in 

a place, a setting, or an environment, and during an amount of time. An environment 

may or may not be ‘autistic’-friendly or ‘learning disability’-friendly, as well as ‘care-

staff-friendly’, or ‘care-relationship-friendly’. The time that people share might be 

perceived in a way that also impacts upon the care relationship. To generate 

conversations within the team of support staff and to elicit self-reflection, I offer the 

following questions which could give some directions to the conversation:   

 

1) Communication and Behaviour  

 

 

• How am I and my client communicating? Are we 

understanding each other?  

• How am I and my client communicating with the 

rest of the team?  

• What do I think I am communicating through my 

behaviours, including verbal language and body 

language? 
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• What do I think my client is communicating through 

my behaviours, including verbal language and body 

language? 

2) Inter-Perception  

 

 

• How do I perceive my client?  

• How does my client perceive me?  

• What emotions do I feel when I am working with my 

client?  

• What emotions do I think and feel that my client 

feels when I am working with them, if I am not 

asking them directly?  

• What do I feel, and what do I think my client feels 

about the rest of the care staff team?  

3) Shared environment  

 

 

• How do I feel in the environment in which I work?  

• How do I think my client feels in the environment in 

which I support them?  

• How do I manage the transition to different 

environments?  

• How do I think my client manages the transition to 

different environments?  
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• How autistic-friendly and learning-disability-friendly 

is the space that we share? 

• How work admin tasks-friendly is the space that we 

share?   

• What do I perceive my client is communicating 

through their behaviour, about the environment that 

we share?  

4) Shared time  

 

 

• How do my client and I spend time together? 

• What are my feelings and thoughts telling me about 

the duration of my shift with my client?  

• How does the level of my physical and mental 

energy fluctuate throughout the time that I spend 

with my client? How do I think that it impacts upon 

the physical and mental energy of my client?  

• What do I perceive my client is communicating 

through their behaviour, about the time that we 

spend together?  
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6.4. How can a Relationship Centred Approach invite reflexivity?   

 

We can think of a care relationship as changing, evolving, and eventually growing. As 

relationships are dynamic and context-dependent, I wanted to represent the 

conversation about the growth of a care relationship, with an expansion of the sphere 

(Figure 95):  

 

Figure 95: As a care relationship grows, the sphere is represented larger.   

 

 

And how can a graphic represent a conversation about a care relationship that is 

growing? We could think of each of the areas of the sphere as containers of themes 

with polarities in three positions (Figure 96): red and green in the extremes, and orange 

in the middle. The movement from red to green could represent the conversation about 

the growth in the care relationship from a negative or neutral relationship, to an 

emerging and positive care relationship.   
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Figure 96: Polarities from within the care relationship. 

 

 

A Relationship-Centred Approach invites support workers to think and talk about the 

care relationship with the rest of the team, and with their clients with autism and 

learning disability using different means, such as verbal language, signs, social 

stories, images, and symbols. The diagram that I call the RCA-Map (Figure 97) could 
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be used to elicit reflective questions and illustrate a movement from red in the centre, 

to orange in the middle, and green in the borders of the circle – these colours are 

intended to represent a conversation about an expansive outwardly movement in each 

area.   

 

 

Figure 97: The RCA-map as an orientation in the conversations.   

 

 

6.6. Using the RCA-Map to explore the care relationship   

Through a fiction-based example I can illustrate how the RCA-Map could be used as 

an orientation in a reflexive conversation. 
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Joanne (25 years old) is a support worker and has just started to work 

with Carol in her home. Carol (44 years old) loves spending time cutting 

pictures from shopping catalogues and sticking them into her collection 

of notebooks. Joanne is part of a team of four support staff, and they are 

all invited to work together using the RCA-map. Joanne thinks about her 

care relationship with Joanne, and she comes up with map #1 (Figure 

98).   

 

 

Figure 98: The RCA-Map can be used to represent changes in a conversation.  

 

 

Map #1 (Figure 98): Joanne (caregiver) feels that she is a stranger to Carol, and vice 

versa, because they do not know each other yet. From the conversations within the 

team, Joanne realises that she might be perceived as a threat because in the past, 

new staff have tidied up and moved things from Carol’s bedroom without her consent. 

As a result, Carol might be suspicious of new staff. Joanne feels that the 10-hour shift 

is too long for her, and she is tired. She also feels, from what other staff say, that she 

needs to learn how to engage with Carol and be more responsive to how she presents 

herself.  
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Map #2 (Figure 98): after a couple of months, Joanne feels that Carol and herself are 

now much more relaxed with each other, and sometimes they can have a laugh whilst 

watching the TV and having tea together. There are however still some situations to 

which Carol reacts, in ways that Joanne does not understand. The team has raised 

the issue of having shorter shifts with the team manager and Joanne feels she has 

more energy to support Carol, especially when they go out into the community. The 

team had rearranged some aspects of the room in which they sleep overnight, so the 

environment is more ‘support-staff friendly’. Joanne feels that this is making a positive 

difference to her daily work.  

  

Map #3 (Figure 98): after three more months, Joanne feels that she and Carol are a 

lot more familiar with each other. Joanne has learned from senior staff some new 

things that Carol enjoys doing. Carol mentions that she likes to work with Joanne, and 

that Joanne had said to her “I love you” whilst doing her nails. Joanne feels more 

relaxed with her work supporting Carol, and both are doing arts and crafts on some 

afternoons instead of watching the TV. Joanne now feels more confident in taking 

Carol out, so a couple of times a week they go out for long walks.  

 

 

6.7. Developing a description of the Relationship-Centred Approach 

(RCA) for support workers  

 

Psychotherapists and psychologists often reflect on the therapeutic relationship with 

their clients. Other health professionals such as nurses and doctors consider that the 
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relationship with their client is key to effectiveness in their work. However, staff working 

with people with autism and learning disabilities in social care learn to support another 

human being by focusing on the ‘symptoms of autism’, understanding the 

‘impairments’ or ‘managing crisis’ and ‘behaviours of concern’. Some approaches and 

training explicitly promote reflexive practice, such as the Low Arousal Approach 

(McDonnell et. al, 1994; McDonnell et. al, 2002; McDonnell, 2010, 2019, 2020), and 

explicitly promote the relationship between support staff and clients, such as Gentle 

Teaching (McGee et. al, 1987; McGee and Brown, 2014). In line with these 

approaches, my invitation is for us to shift the focus of the attention to the care 

relationship in a way that integrates understanding from other perspectives, and where 

the support worker in not necessarily a ‘teacher’ or a ‘trainer’ but another equal human 

being, and another part of the care relationship. Through this attitude and stance, we 

can contribute to generate relationship-led narratives in a context in which diagnosis 

and deficit-led narratives seem to be dominant.  

 

This dissertation that you are reading is a product of my experience working with 

people with autism and learning disabilities, and their formal and informal carers over 

time and across different contexts. My ideas are inspired by the contribution of 

systemic-relational-socio-constructionist and collaborative theories and practices, to 

working with other human beings in helping-professions. What I am calling a  

Relationship-Centred Approach (RCA) is more of an attitude and meta-position that 

integrates available training but with the emphasis on the care relationship in the 

foreground of the conversation. The goal of the RCA is to promote reflexivity, empathy, 

and equality in team conversations with support workers and their clients.  
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Finally, a central part of my inquiry is to develop narratives and stories for care and 

support staff. Now, I invite you to explore and be part of the next four stories that 

constitute the following section.  

 

 

 

 

 



279 
 

Autism and Learning Disabilities: Developing a Relationship-Centred Approach for Support Workers in Social Care 
Francisco Urbistondo Cano 2021 - University of Bedfordshire - Professional Doctorate in Systemic Practice 

 

 



280 
 

Autism and Learning Disabilities: Developing a Relationship-Centred Approach for Support Workers in Social Care 
Francisco Urbistondo Cano 2021 - University of Bedfordshire - Professional Doctorate in Systemic Practice 

 

7. Case examples and discussion  

The following four case examples will illustrate each aspect that I consider central to 

the care relationship: communication and behaviours between individuals, mutual 

perception, shared environment, and shared time.  In each case I have developed a 

plot and written about the characters in four different assisted support settings:  

• A day centre  

• In supported living 

• School environment  

• Through outreach support  

 

7.1. Communication and behaviour: “We’ve tried everything”  

 

This morning I am visiting a day centre in South London and meeting with a staff team who 

work with Jack. He is a young man (22 years old) who is autistic, has learning disabilities, he 

is an only child who lives with Mum and Dad and comes to the centre every day from Monday 

through to Friday. In the referral to Psychology, staff reported that they need help “with 

managing” Jack because he “shouts, screams and attacks staff”. They also say that he is 

“unpredictable” and has “mood swings”.  

 

1. What is he trying to tell you?  

 

When I arrive, the staff who usually work with Jack are waiting for me. They offer me coffee 

and I introduce myself. We go to the staffroom; it looks like a school classroom with a big 

whiteboard. They introduce themselves: Sally, the team manager, and support workers Tracy, 

and John. I ask how they think I can help them.  
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Sally starts by saying that they need 

a “whole picture of how Jack is 

because staff need help with 

managing his challenging 

behaviours. “A whole picture of a 

person?” I ask. And I think aloud, 

“Well I wonder if we could make a full 

picture of any of us? There are so 

many things influencing us all the 

time: how we sleep, what we eat, 

how we go to the toilet, the weather, 

who with are with…”. I am not sure if 

I am clear enough…  

 

Sally, the team manager replies, “we do have behavioural guidelines in place made by a 

learning disabilities nurse a while ago, but it needs to be updated”. John adds, “Maybe we also 

need to work on the support plan?”. Sally replies, “But we do have it updated, haven’t you 

checked it yet?” John nods his head and looks at me as he says, “We are human beings, not 

machines! We can’t know everything about ourselves, can’t we?”   

 

 

I smile and say a bit louder “I think 

John’s point is so interesting…” Tracy 

adds to the conversation, “I 

understand, we need to work with Jack, 

but we find it very difficult because…” 

John interrupts and adds, “Jack is fine 

with me most of the time, we always 

say that he is not the same with 

everybody”. Sally adds, “Well… we all 

have different styles here”. The 

telephone rings several times and John 

leaves. I take my cup of coffee and 

there is a brief pause. 

 

                                       

Storyboard 1.  

          Storyboard 2. 
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As we resume, Tracy says, “I’ve 

noticed that Jack kicks me when I am 

close to him.” “What do you mean?” I 

ask.  

- “When I am working with him, on the 

floor for example, and I sit down by his 

side… perhaps I am sitting too close to 

him. What if he doesn’t like it?”  

- Sally says, “maybe he doesn’t like it 

and he is trying to tell us that.” I smile 

as we all witness Sally’s sort of 

lightbulb moment in which she comes 

up with this idea. 

 

 

2. How much do you know each other?  

 

I finish my cup of coffee and John goes to the toilet. Tracy tells me that she’s been working at 

the day centre for a few months and she enjoys the work because it’s so different from other 

jobs that she’s had in the past.  

 

Sally moves on with our conversation, 

“So, the issue we have is that after the 

summer we had lots of new staff. We 

are Jack’s core team, but he works 

with other staff too.” I ask, “Is that why 

you were saying that he is different 

with different people?”. Sally replies, 

“I’ve been working with Jack for a long 

time but now I am doing more admin 

stuff, so he has to work with some of 

the bank staff. Jack likes to work with 

different people though”.  

  

                                             

Storyboard 3. 

 

            Storyboard 4. 

 



283 
 

Autism and Learning Disabilities: Developing a Relationship-Centred Approach for Support Workers in Social Care 
Francisco Urbistondo Cano 2021 - University of Bedfordshire - Professional Doctorate in Systemic Practice 

 

Sally tells me more about the team, “A couple of months ago, we had a two-day training in 

challenging behaviours”. John adds, “We practiced a lot of body postures, they call it handling 

techniques and breakaway techniques, it’s about how to defend ourselves”. I look back at 

John and ask, “What do you mean how to defend yourselves?”; he replies, “Yes, in case we 

are physically assaulted and…”; Sally interrupts him as she says, “And last year, a lady came 

to the centre and talked about how important is to be autistic-friendly”.  

 

I feel that I need to go back to my 

conversation with Tracy as I see she 

might have some really good ideas. I 

ask, “Tracy you were telling me about 

enjoying your work here, do you think 

Jack enjoys working with the new 

team?”. Tracy replies, “I think he does, 

yes”. I add, “So, do you think perhaps 

that there are staff who are more 

familiar to him, and others that don’t 

know him yet that well?”, Tracy nods 

her head and replies, “Oh, yes, sure”.  

 

 

I look at Sally and say, “I wonder how we could help the rest of the staff to get to know Jack, 

as well as helping Jack to get to know them a bit more”. Sally says, “We have some shadowing 

sessions when they start working, sometimes it’s more difficult to organise it, but we try”. I 

reply, “that’s great, so that you can share how much you know Jack with the rest of the team”.  

 

3. Meeting with everybody in the team  

 

So, I recap by saying this is Jack’s core team and other people also work with Jack. Tracy 

clarifies that there are about eight people who work every week with Jack, and sometimes he 

works with two or three people in the same day. “Would it be possible perhaps to have a 

meeting with everybody in the team? Or have small meetings with other staff members?”, I 

suggest. Sally replies, “The core team meets every morning, I could arrange to meet with other 

members of the team, but don’t you want to work with Jack first?”  

Storyboard 6. 

                Storyboard 5. 



284 
 

Autism and Learning Disabilities: Developing a Relationship-Centred Approach for Support Workers in Social Care 
Francisco Urbistondo Cano 2021 - University of Bedfordshire - Professional Doctorate in Systemic Practice 

 

 

“Yes, I will meet with Jack at some 

point”, I add and reply, “Perhaps you 

can meet first as a team and discuss 

how you work with Jack, what many of 

you already know about him, and what 

you feel that he is trying to tell you. 

How does this sound?”, I ask. - “Yes, 

we can do that.” Sally replies. I explain 

then that I will meet with Jack and I will 

also make a referral to nursing, in 

order to rule out any health issue. 

 

I share with them my opinion: we’ve been talking about different people having perhaps 

different approaches, working with a young man who is telling them something through his 

behaviour. I open my backpack and take out copies of the RCA-Map (Figure 99). The team 

seem curious and watch me as I hand them the copies.  

 

 

I explain, “This is a map that I call a 

Relationship Centred Approach, and 

sometimes I find it useful to use when 

working with support teams. It is a 

diagram that connects different ideas 

and contains questions to help us 

think about those connections.”  

I add, “We have been discussing how 

Jack is trying to say something and 

this might be related to the way each 

of you communicate with him, how he 

perceives you, and how you spend 

time with him every day in an 

environment. So, you could use this 

as a source of ideas in your meeting 

with staff, and we could discuss it 

further when we meet”. 

 

Figure 99: RCA map in storyboard. 
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Tracy asks, “Oh, is this a form that we 

have to complete?”. I try to clarify, 

“Not really. This is an exercise for you, 

to help you think about your care 

relationship with Jack. You can see in 

‘communication & behaviour’, it goes 

from stranger - to familiar. Some 

people in the team might feel that they 

don’t really know Jack yet, and  others 

will feel very familiar with him. The 

diagram is meant to give you ideas 

about how there are so many things 

interconnected in your relationship 

with the person who you’re working 

with”. 

 

 

4. What would he say if he was here?  

I have been discussing with this team their work with a young man. I haven’t met Jack yet and 

I wonder how he feels about working with ten to twelve people every week or what he thinks 

about spending time every day at the centre, so I would like to know staff’s reflections on this.   

 

 

“How do you think Jack feels about 

coming to the day centre?” I ask. 

After a few moments of silence 

Tracy says, “He likes it here, for him 

it’s like going to work…” And I ask, 

“And do you like going work?” We 

all laugh, and John says, “Well, it 

depends on the day, really”. “And 

what does Jack do with you here?” 

I ask. Sally answers, “All sorts of 

things - arts and crafts, watching 

TV, singing, and spending time in 

the sensory room.”  

Figure 100: RCA diagram in story. 

Storyboard 7. 
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John adds, “I do more things out 

and about with him, going for walks 

and going shopping”. Sally says, 

“We’ve tried everything… but he still 

has challenging behaviour though.” 

Tracy suggests, “although not with 

everybody”.  

There is another moment of silence 

and I ask, “What do you think that 

he would tell us if he was here?”. 

John replies, “I think he would say 

‘I’m so bored sometimes’…”  

 

 

 

Tracy joins in and says in a softer tone 

of voice, “I think he would say ‘tell me 

when I will be working with the bank 

staff. I want to know who the staff are”. I 

ask as if I were asking Jack, “What else 

would you like to know Jack?” Tracy 

replies, “Do they take the bus or drive? 

Do they have dogs and cats like I do?”. 

I feel that something different is 

happening. We all seem more relaxed. 

I feel somehow emotional with the 

connection that we are creating.  

 
 

Storyboard 8. 

Storyboard 9. 
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Sally says, “Please don’t forget that I 

am a young man. Sometimes you treat 

me like a child”. I ask, “Jack, when do 

you feel that staff treat you like a 

child?”; “When they come and say that 

I’ve been ‘naughty’ or they say, ‘good 

boy’ when they praise me”, Sally 

replies. 

“Thank you for imagining that you are 

all Jack, it’s so powerful to even try to 

put ourselves in other people’s shoes, 

isn’t it?”, I say. Tracy offers more coffee 

and Sally leaves for a few moments. 

 

5. Support staff as experts  

When we continue our meeting, Sally, maybe because she is a team manager, clarifies the 

conversation and says, “Well, Jack has a timetable and he usually knows who is coming to 

work with him, but sometimes he wants a different person”. “Oh… this is very interesting!”, I 

say. 

 

 

John then asks, “Is this why he is 

challenging? You are the 

professional, you should know”. I 

smile as I see that Tracy and Sally are 

smiling. “Well, you guys are the 

experts here about working with Jack, 

and I can help you to come up 

together with ideas of what could be 

happening. But what do you think?” I 

emphasise. John replies, “We are not 

used to hearing that.” I argue, “Sally, 

you’ve worked with Jack for a long 

time, we have to share your 

knowledge with the whole team,” I 

say, perhaps a bit more directly.  

Storyboard 10. 

                                             Storyboard 11. 
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I feel that I need to share a thought aloud, “It’s funny how you asked me to have ‘a complete 

picture of Jack’ at the beginning of our meeting, but you guys know so much about working 

with him.” John and Tracy look at Sally.  

 

Sally adds, “I have many years of 

experience working in autism and I 

think that Jack is not like any 

person with autism that I’ve worked 

with, he is one of a kind! Jack is 

very sociable and loves talking! I 

talk a lot with him, and I think he 

really likes it!”. “And what do you 

talk about?” asks Tracy. Sally 

explains, “Things that he likes, 

cars, animals, and he loves to know 

things about your life too, what’s 

your favourite colour, or your 

favourite food?”. 

 

I say, “Oh, that’s great then. You know all these things and do the rest of the team know this 

too?”. Sally answers, “It’s all in the support plan, they just have to read it”. I take a deep breath, 

and say, “Okay, imagine that I am Fran, a new bank support worker, how do I know what 

documents I have to read? Will you give me time to read them? Will you give me time for me 

to get to know Jack?” John and Tracy seem to be looking at Sally, eager to know what she 

will say… “Well, I do my best to support new staff, but I am also doing other admin work”, Sally 

replies. “Of course, I see”, I reply and decide to go back to another moment of our 

conversation.  

 

6. Talking about behaviours that challenge (us) 

  

I look at Sally and try to make a statement without sounding as though I am lecturing her, “you 

were saying that Jack is ‘unlike’ other autistics because he likes talking. You know, lots of 

people on the Spectrum say that having autism means communicating in a way that is specific 

to that person, and not that an autistic does not like talking or socialising just because they 

are autistic.”  

Storyboard 12. 
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I wonder how I could have said that 

in a different way, did I sound 

pedantic? I ask myself.  Sally 

replies, “Yes, I understand. I mean 

that he is a character, he loves the 

attention that we give him”. John 

adds a question, “Don’t we all love 

attention from others?”. I sigh with 

relief, “Yep, I think so!” and ask, “So 

what do you guys think then about 

Jack’s way of telling you things, for 

example when he is shouting, 

screaming, or kicking?”  

Sally takes the initiative, “We need strategies, and to update the behavioural guidelines. Can 

you help us with that?”. “Yes”, I reply and add, “As I’ve already told you I will make a referral 

to nursing to rule out any health issue, and I will meet with Jack. But in the meantime, I think 

there is work for you to do as a team”. Tracy suddenly says, “I find it really difficult to work with 

Jack sometimes…” Tracy adds, “Last week he kicked me very hard.” I say, “It might be difficult 

to work if you feel that Jack might kick you at some point”.  

 

 

There is a pause for a few 

moment and Tracy says, “Thank 

you for saying that…” Sally 

adds, “I think you work too close 

to him; I’ve told you this before, 

and maybe he doesn’t like it, we 

know that he needs his personal 

space”. John nods his head, “I 

always sit a bit further away too 

when I work with him in his 

room”. At this point, I feel that 

Sally needs to continue to gather 

experiences from the rest of the 

team.  

Storyboard 13. 

Storyboard 14. 
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7. Is it about quality of life after all?   

 

I suggest, “How do other 

members of the team find 

working with him? What does 

Jack do, with whom, when and 

how?” Sally replies, “Yes, I will 

find out… but I was thinking what 

if the day centre is not the right 

place for Jack?”. I say, “Yes, a 

really good question, would he 

benefit from another type of 

support? We could discuss this 

with his social worker at some 

point.” Tracy adds, “He says he 

likes it here though, and he 

knows everybody. We are like a 

big family.”   

 

“So, this is a familiar place to him, isn’t it?” I ask. Sally and Tracy nod their heads whilst looking 

at me. “I was thinking before, whether you like working here, and what you think Jack feels 

about it” I ask and add, “because you said that for him it is like coming to work. I think we need 

to keep discussing these issues and discuss them with Jack. I will come next week to meet 

with him,” I add and ask, “Is that okay?”. Sally replies, “Of course”. I thank the team. John asks 

me where I am originally from and tells me he is from Nigeria. I tell him I am from Argentina 

and we both smile as we realise that we have something in common in that we are both from 

the southern hemisphere. As I leave the building and walk towards my car, I wonder what Jack 

gains from a day centre and whether he is asking to do something different with his life, but 

we are still not hearing him. 

 

 

 

 

 

  

 

Storyboard 15. 
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This first story was about Jack at the day centre, being supported by a large staff team. 

We could have talked more about the activities that he does at the centre, the time he 

spends in the community, and his relationships with other people who attend the 

centre. However, I wanted to focus the attention on his team, the way that we were 

trying to understand together the ‘problems’ or ‘issues’ they had with Jack. As part of 

this discussion, I want to address the following points:  

 

• We can think of a behaviour as part of an interaction: one of the key ideas 

in Positive Behaviour Support (PBS) is that behaviours have a function and 

usually communicate something. In this story I wanted to emphasise the idea 

that if we are talking about a ‘behaviour that a person does’, we need to include 

our own behaviours in that analysis. However, often this is not the case. For 

example: We can say “Jack is aggressive and kicks staff”. However, in the 

context of the story it seemed fairer and more respectful to Jack if we say “Jack 

kicks staff apparently when they sit ‘very close’ to him. Maybe he is 

communicating that he does not feel comfortable in that situation”.  

 

• We can think of behaviour as a way of communicating:  behaviours and 

communication can be linked with inter-perception, or the way that people 

perceive each other. In this story, Jack is apparently communicating through a 

behaviour that challenges his carers. If staff understand that “Jack is aggressive 

to them” for no reason, they might be fearful of him. As a result, they might 

perceive him as a threat to the point of not feeling safe when working with him. 

When we understand that the person is communicating something, we might 

be more open to curiosity, try new things and understand them in a different 
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way. The problem, then, shifts to us in the sense that we don’t understand what 

the other person is trying to say.   

 

• Double empathy in the care relationship: in the story, it seemed useful for 

staff to engage in ‘As if’ dialogues (Anderson, 2006) in which they put 

themselves in the shoes of their client and develop ideas around what Milton 

(2012) calls the ‘double empathy problem’. This idea suggests that when people 

with very different experiences of the world interact with one another, they will 

struggle to empathise with each other. In this story, perhaps Jack is not aware 

that sometimes he is hurting staff when he kicks them. But in the everyday 

dynamics of the routine, perhaps staff are also not aware that Jack is tired, or 

bored, or he feels threatened every time he meets a new member of bank staff. 

Perhaps Jack cannot clearly communicate any of these issues, and staff need 

to recreate the context to put themselves in Jack’s shoes.  

 

• Each person has their own experience and care relationship: each member 

of the staff team has a different personality, a different way of talking, a different 

way of moving their body, and a different way of approaching work with their 

client. In the group reflection, it will be important to explore each person’s 

experience of working with their client.    

 

• We think about what documents are available for people to share: care 

staff manage several documents on the person they are supporting. It is 

relevant to include those documents in the conversation as they might contain 

- they should contain - really useful and up-to-date information. If documents 
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are not practical or are not updated, they risk presenting a static and fixed story 

or narrative about the person, and this is not helpful for anybody.  

 

Next, you will find summarised information about communication and behaviours 

which is the first theme of the RCA-Map, and some questions with the intention of 

facilitating reflexive conversations with members of the care team.     
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Communication and Behaviours   

 

The main questions of this section are:  

  

 

 

 

 

 

In your own time and for your own reflection, you can use this colour code to express 

three positions (Figure 101) in relation to how much of a stranger, or how familiar you 

are for your client, and your client is for you.  

   

Figure 101: colour code of familiarity with client. 

 

You can also explore the following seven ideas in relation to the work with your 

client, yourself, and also you as a part of a wider team.   

 

 

How do you and your client  

communicate with, and behave towards 

each other? And the rest of the team? 
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1) Behaviour is communication 

When we talk about behaviour, we usually point at the person we are working with. 

But if we are working with an individual, we are part of that interaction in a context. 

When we refer to ‘Behaviour’ we might be talking about:  

• A way of responding to your interaction. For example: a person is shouting 

because she does not feel that you understand them.   

• A way of coping with the environment or expressing an underlying sensory 

difficulty. For example: an individual feels they have sensory overload.  

• A way of expressing or communicating a feeling or a need. For example: a 

person feels lonely, bored, powerless, unsafe, or they feel unvalued.  

• A way of indicating a physical health or a mental health problem.  

 

When exploring the connection between behaviours and communication, you might 

consider:  

• How can you connect the behaviours of your client, and your own behaviours 

and reactions? 

• How can you link ‘when this person does this’ and then I do ‘that’?  

• Is the behaviour allowing your client to gain something, or to avoid 

something?  

• If the behaviour were a verbal statement, what can you imagine your client 

would say instead of presenting that behaviour?  

• What new information can you find in your client support plan, behavioural 

guidelines, Positive Behaviour Support (PBS)? Which of these documents 
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need updating? How can your client, their family and the care staff team be 

involved in the production of those documents?   

 

2) Getting to know each other 

In the process of your work, you and your client start off being strangers and over 

time, hopefully become familiar with each other. How are you and your client getting 

used to each other? This idea is expressed in a dimension composed of three levels: 

“Stranger”, “Working on it”, and “Familiar”. Where in this dimension from stranger to 

familiar would you place your actual care relationship with your client? Why? What 

do you need to progress the care relationship from “working on it”, to “familiar”? 

 

3) Exploring communication between yourself and your client:  

• How does your client communicate with you? How do you communicate with 

your client?  

• How does your client communicate with other members of the team?  

• How familiar are you with the specific ways in which your client 

communicates? 

• How familiar are you with a Speech and Language report if there is one 

available?  

• What is your main form of communication? How do you think you might 

explore other ways of communication that you have no experience of , or that 

you are not yet that familiar with?  
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4) Exploring new contexts for communication:  

• How do you take the time to listen to what your client is expressing?  

• How do you create space for your client to listen to what you are expressing?  

• How do you create the time for your client to process what you have 

communicated?  

• How might the communication between yourself and your client change, so 

that things could improve in that communication?  

• How can you learn from people who are more familiar with the way that your 

client communicates? 

5) Communication between you and the rest of the team 

• If you work in a team, how do you and the rest of the staff communicate with 

each other?  

• How do you cascade relevant information about supporting your client?  

• How do you feel about the frequency of the staff meetings? How do you agree 

on actions and further planning after the meeting?  

• How can you ask for more help if you need to, for example to a practice lead, 

a PBS practitioner, a Speech and Language Therapist or other Health staff? 

  

6) Exploring what we call “behaviours of concern” 

• Which are your client’s most frequent behaviours of concern or ‘challenging 

behaviours’? 



298 
 

Autism and Learning Disabilities: Developing a Relationship-Centred Approach for Support Workers in Social Care 
Francisco Urbistondo Cano 2021 - University of Bedfordshire - Professional Doctorate in Systemic Practice 

 

• Which of those behaviours are historical? How have they presented in your 

client’s history? How can you link them with events in your client’s life?  

• What are people around your client doing when they react in a “challenging 

way”? What is going on when your client presents behaviours of concern? 

Where are they? Who is involved? How do you react when that 

happens? What is happening in the environment, when your client reacts in 

a way that you find challenging?  

• What can you and the rest of the team notice in that environment - in terms 

of stimulation, on a visual, olfactory, and auditory level?   

7) Connection between behaviours of concern and lack of quality of life 

O'Brien and O'Brien (2003) suggest we ask the following questions in relation to 

working with a client, towards achieving a better quality of life:  

• How can you think of behaviours as a result of unmet needs?   

• How can we help the person to achieve health and wellbeing? 

• How can we help the person to maintain his or her relationships and make 

new ones? 

• How can we help the person to increase their presence and participation in 

everyday community life? 

• How can we help the person to have more choices in life? 

• How can we help the person to learn skills that enhance his or her 

participation in community life and make a contribution to others?  
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7.2. Inter-perception: “I am freaking out in this house” 

It is raining again as I drive across South London. This afternoon I am meeting with Sandra, 

she is 34 years old and has recently moved to a new house with a new service provider. The 

referral says that Sandra communicates with verbal language and is hypersensitive to sounds. 

She likes going for walks and her social worker is looking for a job for her at a charity shop so 

she can work a couple of times a week. Apparently, Sandra is not getting along with staff and 

they say that they still do not know her very well. Staff argue that Sandra needs to learn anger 

management techniques because during the last few weeks she has been banging doors and 

shouting at staff, so some of them find her intimidating.  

 

1) Connecting with previous experiences  

I arrive at Sandra’s home and introduce myself. Sandra offers me coffee and we sit down. I 

notice that she has many things in pink as well as some paintings on the wall. We talk about 

colours and hobbies. I tell her that I am from Argentina, that my native language is Spanish 

and ask her that if she doesn’t understand something that I say, to please ask me again as 

sometimes I struggle with communication and language. She smiles, says “hola”, which 

means hello in Spanish, and says that she can understand me fine.   

 

 

I recap on some of the things we spoke 

about on the phone a few days ago: 

psychologists help people to get along 

with each other and staff have asked me 

to chat with her to see how she is doing. 

They think that she is angry with the staff 

about something. I ask her if she would 

like to tell me how things are going now 

with staff, or if she would prefer to talk 

about something else. Sandra replies, “I’m 

okay with talking about staff now” and 

adds, “all these agencies are the same”.  

 
 

 

Storyboard 16. 
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“What do you mean, Sandra?” I ask.  

- “I’ve been working with agencies for 

many years. I know them. The problem 

is that there are no rules. I mean, some 

staff are really nice, like Jen”, she 

replies. “Is this the first time you’ve 

worked with THIS agency?” I ask and 

she replies, “Yes”.   

“I am wondering that if it’s the first time 

that you’ve worked with them, would you 

give them a chance?” I suggest. Sandra 

stands up and goes to the toilet. 
 

 

 

 

On the wall, I see a drawing of a beautiful pink horse running by a seashore and a collection 

of puzzles on a shelf. I hear Sandra on the phone, and I think about young autistics with 

learning disabilities, living on their own with support from staff, and the challenges in those 

relationships that sometimes can be very closed…  Sandra comes back. 

  

Storyboard 17. 
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“You said before there are no rules, 

can you tell me more about it?”  

- "Well, staff don't come on time and 

sometimes I don’t even know who is 

coming. I’m freaking out in this house!", 

she replies.  

“Oh, that must be so difficult…” I 

suggest. 

- "And then the staff are late and then 

I’m late to do my shopping and late to 

do the things that I want to do during 

the day".  

“Right, so that’s a big problem. Who 

did you speak to about this?” I ask.  

 

Sandra tells me that this is a problem because she is very independent in the community, but 

she needs staff to help with her shopping and to do some of her chores. She also tells me that 

she spoke with Julie about this, who is her key worker, and Julie said she was going to come 

this morning although Sandra had no idea what time.  

 

2) Difficulties in understanding each other  

We continue with our conversation and we both seem more relaxed. Sandra offers me another 

coffee and tells me about the other things she is worried about.  

Storyboard 18. 
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- “Another problem is that I can hear 

absolutely everything that is going on 

in this house, the walls are not very 

thick, and I can hear staff talking 

during the handovers”. “Oh, you can 

hear staff?”, I ask very surprised.  

- “Yes, and they talk about me and 

about the other service user who 

lives in the other flat, but I don’t like 

hearing about problems with the 

other tenant either because it’s his 

life not mine.” 

 

We hear noises coming from outside. Sandra moves quickly through the room and looks 

through the windows with fear. After a couple of moments, she says, “It must be Julie” and 

goes to open the door. Julie comes in smiling, introduces herself and says that she doesn’t 

want to interrupt us. I wonder whether or not it would be a good idea to invite Julie to our 

conversation, or maybe it’s not a good time yet. I ask Sandra then and she says, “It’s okay”. 

However, Sandra’s phone rings and she goes through to the kitchen to talk to someone. Julie 

comes closer to me, sighs, and starts talking in a softer voice, “Are you having a productive 

meeting with Sandra?”. I reply, “We’ve been having a really good conversation about some 

things that are bothering Sandra a lot, does she talk with you about issues she has with the 

house or with any of the staff? For example, people not being on time, or overhearing her 

house staff’s conversations especially during the handovers, are you aware of these issues?”. 

 

Storyboard 19. 
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- “Well, I’ve told Sandra that 

sometimes people might be late or 

absent, that this is normal, and that 

we can’t change the bricks in the 

house, it’s an old house, isn’t it? 

The problem that we have at the 

moment is that some staff are 

already afraid of her because she 

can be intimidating when she is 

angry. She starts shouting, 

screaming, banging doors and staff 

don’t have a clue why is that 

happening”.   
 

 

 

 

“Julie, I think that these things are 

very important for Sandra. This is 

making her feel that there are no 

rules in this house and things are 

not working for her,” I suggest firmly 

whilst trying to sound kind.  

- “The issue I have is that I am not 

based in this property and I come 

every now and then to check with 

staff and with Sandra”, Julie replies.  

“I see, but I feel we need to keep 

talking about these problems”, I 

say. 

 

Sandra comes back from her phone conversation, and I ask Sandra and Julie if we can 

continue with our meeting. I’m worried that Sandra has noticed that Julie and I have been 

talking and I am wondering what she feels about it.  

 

Storyboard 20. 

Storyboard 21. 
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Storyboard 23. 

 

 

“Sandra, we were talking about what 

we’ve discussed before. I’ve told Julie 

that we need to have clear rules about 

the times and days when people work. 

Are you happy with that?” I ask. 

Sandra replies, “Yes”.  

“What else do you think we should tell 

Julie?”  I ask, and Sandra suggests, 

“Something about hearing people’s 

conversations?”. “Do you want me to 

say more about it?” I ask.  

- “Yes, please”, Sandra replies.  

 

3) Triggering traumatic experiences  

I explain that sometimes Sandra can hear staff conversations through the wall in another flat. 

We agree that Julie will talk with the rest of the team about these issues, staff will talk in a 

softer tone and make sure the doors are closed. Julie will make a social story with Sandra and 

discuss how some staff might be coming to work - taking buses and trains from other places 

in London, and that this might cause delays.   

 

 

We all seem more relaxed now 

perhaps because we have a plan. 

Sandra says, “I had problems with 

staff in the past and I can lash out”.  

- “Thanks for telling us that, Sandra” I 

say and suggest, “I wonder if 

sometimes it’s very hard to get along 

with other people when they work in 

your home”. Julie adds, “We have a 

nice team and we like working with                    

you”.  
 

Storyboard 22. 
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- “I’ve been told that I can be 

intimidating.” Sandra says.  

- “Well, if you are intimidating, staff 

might find it difficult to work with you”. 

Julie replies. 

“But what do you mean by being 

intimidating?” I ask. Sandra answers, 

“Aggressive?”. I reply with a question, 

“Could it also be that you don’t agree 

with something, or you are asking 

people to listen to you?”. “Maybe”, 

Sandra replies.  

 

4) Responding to trauma as a service   

I feel happy that it is the first time that we have met and yet we can talk about things that are 

important for Sandra and Julie working together. Although I do not mention the idea of being 

a trauma informed service, this is something that we explore.  

 

“Can I share with you something I am 

thinking right now?” I ask and they nod 

their heads. “From what I’ve discussed 

with Sandra and now with you, Julie, I 

think that talking about problems and 

finding solutions together is so, so 

important. I think that you could sit 

down, have a cup of tea, and listen to 

each other. Seeing the problems from 

Sandra’s point of view and from the 

staff’s point of view, and how you can 

perhaps come to an agreement 

together. What do you think about this?” 

Storyboard 24. 

Storyboard 25. 
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I am aware that support staff as well as autistic clients with learning disabilities might have a 

history of adversities or difficulties in their lives, and in other relationships with staff or clients. 

We all want to feel safe and valued, and we want to have the chance to make our own choices. 

I want to help these people to work together and to connect with each other a bit more.  

 

 

- After a couple of moments, Julie 

says, “Maybe I could visit you every 

Monday morning, have a chat and 

catch up?”  

- “Yes, that would be good - at what 

time?”, Sandra asks.   

- “How about 10:00am?”  

- “Yes, that would be okay”.   

I say, “So you guys have a plan” and 

ask, “What could Sandra do the next 

time she has an issue about anything 

with the house, or with the staff?”.  

 

 

- “Well, Sandra, you can ring me in 

the afternoons, and we can talk about 

it. You can also write it down in a 

notebook like you wrote a letter for 

me last week, and we can talk about 

it in our Monday catch up. We will 

include all that in your support plan”, 

Julie suggests.  

- Sandra replies, “Oh, okay, yes, I 

could write it down. But what if I feel 

really angry about something that 

happened?”  
 

 

 

Storyboard 26. 

Storyboard 27. 
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Storyboard 29. 

2090. 

 

“Have you guys done any 

relaxation or meditation?” I ask.  

- “Yes, I’ve done relaxation 

techniques before”, Sandra 

says.  

- “Sometimes I do Headspace, 

that’s an app”, Julie replies.  

“We could do relaxation and 

breathing exercises together. I 

find it useful for when I’m 

starting to feel agitated, and 

maybe you might also enjoy 

this. We could also invite other 

staff members along.”   

We agree to meet again the following week and decide that Julie will bring along other 

members of the team. We will discuss how things are going and we will do a relaxation 

exercise together as it could be useful for everybody on the team working together. 

  

5) Impact of work and team dynamics on the service user’s wellbeing  

 

 

- Julie adds, “It’s a really good idea to 

meet again, and with other members 

of the team, because I’m leaving the 

service at the end of the month”.  

- “Oh… Are you leaving?” Sandra 

asks, visibly distressed. “Yes, sorry 

Sandra, I haven’t told you before.”  

- “Do you know who will take your 

place?” I ask. The cell phone rings, 

and Sandra leaves the room.  
 

Storyboard 28. 
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“It is such a pity that now that we have a plan for things to move on, you won’t be working with 

Sandra.” I say to Julie. “Yes, it is, but I am moving to another company with better working 

conditions - , being a support worker is exhausting at times, and I need to look after myself”, 

Julie says in a confessional tone. “Of course, of course”, I reply.  “I think that now perhaps we 

need to offer some reassurance to Sandra about who is going to replace you as a senior 

support worker, and how the work will continue”, I suggest.  

 

 

- Julie suggests to Sandra, “We 

can have a meeting on Friday 

with Natalie, who will be the new 

senior. She will be working with 

you”.  

- “Yes, that is fine, at what time?” 

Sandra asks.  

- “In the afternoon, how about 

3:30pm?” Julie suggests. “Yep, 

that is okay. Bye now, I am going 

for a walk with a friend. See you 

soon”, Sandra says.   

- “Thanks Sandra, nice to meet 

you, I will see you next week”, I 

say as we leave her flat.   

  

Julie invites me to go up to the staff flat on the first floor. The stairs are humid and cold, and 

the flat feels very dark. I sit down whilst Julie offers me another coffee. The television is on 

and the news says there is a storm coming up tonight. I can see several folders with names 

on them. I wonder how many documents, PBS plans, support plans, that staff store here. Julie 

watches me looking around and says, “It’s a bit of a lonely work, you know, because quite 

often our clients don’t need us. I love this work, I find it fascinating,” she whispers, and adds, 

“When I was young, I wanted to be a psychiatrist, but then I got married and now I have two 

beautiful granddaughters”. “Oh, that sounds lovely” I reply, and Julie suggests, “I wanted to 

discuss something with you. I’ve worked with people with autism for a long time, but Sandra 

is very different.” I reply, “But Julie, aren’t we all different really?” She stops for a few moments, 

smiles, grabs her coffee, and starts talking again.  

Storyboard 30. 



309 
 

Autism and Learning Disabilities: Developing a Relationship-Centred Approach for Support Workers in Social Care 
Francisco Urbistondo Cano 2021 - University of Bedfordshire - Professional Doctorate in Systemic Practice 

 

6) Understanding ‘behaviours that challenge’ as a response to threat 

 

- Julie adds, “So, I’ve been reading 

Sandra’s file again before you came, 

reports from the previous service. 

When we did the transition, staff from 

the other team warned us that 

Sandra was very challenging. I think 

they mentioned a disorder, about her 

being borderline and confrontational, 

or something like that, and I wanted 

to ask you about this.” “Oh, I see”, I 

reply and add, “Well, Sandra has a 

diagnosis of autism and learning 

disabilities…” I pause for a few 

moments.    

 

I add, “I’m aware that she’s been 

through difficult situations in her 

childhood. She might be more 

cautious about people and for her it is 

very important for her to feel safe, 

which is true for all of us, isn’t it? 

That’s why I think that it is so key that 

you as part of a service, are mindful 

of ways in which you can be 

responsive to people beyond any 

labels they have received”. Julie 

replies, “I’m sorry, what do you 

mean? I’m not understanding you”.   

“Oh, sorry, I mean, for example, if for Sandra it is important that things happen in a specific 

way, we as a support system, in our work together, should try to offer this to her as much as 

we can. Otherwise, Sandra might feel threated, overloaded by her own emotions, or she might 

struggle to process or accept what is going on.”  

Storyboard 31. 

Storyboard 32. 
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- Julie adds, “But this fixation about 

people being on time or not accepting 

when people are absent…”; “Well”, I 

add, “It depends on where you work, it 

can be a big issue in another job!”. Julie 

asks, “Yes, but I feel there is something 

else, it’s about her attitude towards 

staff, maybe?”. I argue, “Well, she said 

she likes one of the members of the 

team very much, so you could find out 

what is it about this staff member’s 

manner that works so well for 

Sandra?”.  

 

- Julie says, “Yeah, that’s something I 

can do”. I add, “There is something 

about the way they work together that 

you might want the rest of the team to 

learn.” Julie clarifies, “Well, Jen is very 

soft spoken, a very sweet young lady”. 

“Well, maybe there is something about 

speaking in a softer tone of voice, in a 

very sweet way, that Sandra really 

likes. Maybe you and I would like that 

too, wouldn’t we?” Julie concludes, 

“Yes, definitely.”  

 

7) Responding with compassion to oneself and to others  

I feel we’ve discussed many things and my visit is finishing. “You remind me of a Yoga teacher 

I had some years ago”, I say to Julie. “Really? That’s funny, I’ve never done Yoga, but I used 

to work as a teacher for a while”, she replies. “There is something maternal in your style, isn’t 

there?” I ask. “Well, I could be Sandra’s mother, so I think she has taken me a bit as a Mum 

Storyboard 33. 

Storyboard 34. 
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or an Auntie when we meet and have a chat, but I don’t spend a lot of time in this house really”, 

Julie explains.    

 

“So, let’s arrange to do a meeting in 

a couple of weeks with Sandra and 

some members of staff and talk 

about how things are going, we 

could do a breathing exercise, and 

also talk about compassion, which is 

about treating ourselves and others 

with extra kindness and warmth”, I 

suggest. “That sounds really nice” 

Julie replies. “I will send you an 

email with a booklet about 

compassion, if you could share it 

with staff before the meeting, that 

would be great.” I say.  

 

“Yes”, Sandra replies and adds, “Many members of the team are very young, and this kind of 

work is new for them. That could be helpful, and I will discuss with Jen how she works with 

Sandra and see what we can learn from that. Thanks, and see you soon”.   

 

 

The main points that I would like to make from this story are:  

 

• How do people perceive each other? Sandra was upset that staff were not 

coming to work on time and that they were often absent. Sandra had previous 

negative experiences with providers. Perhaps people being late now triggers 

her remembering past experiences.  Staff feel that she needs to control her 

anger and that Sandra is the one who has the problem. They struggle to find 

how they are part of the interaction. I want to illustrate with this story that how 

Storyboard 35. 
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people perceive each other feeds into how they communicate with and behave 

towards each other. 

 

• What is going on is always part of a bigger picture: It also seems important 

to point out that Sandra is a young woman in this story who wants to work but 

does not a have a job. We have not talked about her weekly routine and 

activities yet, and she moved to this new property not along ago. There still still 

seems to be a period of transition for Sandra and her new staff team as getting 

to know each other takes time, doesn’t it?    

 

• The system of support somehow might become an essential part of the 

person being supported: Sandra needs staff to go shopping. Maybe she 

struggles with budgeting or understanding money. Eventually, the provider 

could work with Sandra so that she is more independent from staff, to do her 

shopping. For staff it is their job, but for Sandra it is about the practicalities of 

her everyday life.  

 

• Do people feel safe with each other? My argument is that key to any 

discussion about the care relationship is whether a person feels safe in the 

presence of another. Sandra might not like the fact that unknown bank staff 

“show up” in her home “too often” for her. She used the words “I am freaking 

out in this house”. At the same time, staff did not feel safe with her at times due 

to her shouting and slamming doors, and they suggested that she needed 

"anger management techniques”. Some of the staff members perhaps have 
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their own history of difficult experiences with clients who have behaviours that 

challenge them and might also be sensitive and triggered by the situation.    

 

• The map did not seem practical in this story: as you can see, I did not even 

suggest the use of the RAC-Map because it did not seem useful in this particular 

story. However, I could read the situation with some concepts of the map in my 

head. The map could be relevant for example when working with Sandra and 

her team in the future, as a visual prompt for self-reflection and connection with 

ideas about their support work.  

 

• We did not discuss any specific issue about ‘autism and learning 

disabilities’: in this story I also wanted to portray how issues and difficulties 

often have more to do with people understanding, respecting, and getting along 

with each other rather than discussing ‘how autism and LD are affecting a 

person’ and what ‘interventions and guidelines’ staff ‘must’ put in place. Finally, 

I wanted to illustrate that if we want to explore and sort out relational difficulties, 

we need to create the time and context, the invitation to sit down, and the 

attitude to talk and find agreements together.  

 

Next, you will find summarised information about inter-perception, a second theme of 

the RCA-Map, and some questions with the intention to facilitate reflexive 

conversations with members of the care team.     
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Inter-Perception 

 

The main questions of this section are:  

  

 

 

 

 

You can use this colour code (Figure 102) to express three positions in relation to a 

sense of threat or a sense of safety that you have when you are with your client and 

you think that your client has when they are with you.  

   

Figure 102: Colour code of sense of threat or safety with client. 

 

This section contains seven ideas to explore in self-reflection and with your team.  

 

 

How do you and your client perceive each 

other? And the rest of the team? 
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1) Connecting the care relationship with previous experiences  

• Does your client remind you of another person, relationship, or care 

relationship in your life?  

• Do you know if you remind your client of another person or care relationship 

in their life?  

• How does this connection impact in the care relationship?  

• Are you older or younger than your client? How do you think this influences 

the care relationship? 

 

2) Difficulties in understanding and feeling empathy for each other due to 

personal and cultural differences (The ‘double empathy problem’ developed 

by Milton, 2012)  

• Do you feel that you can understand your client?  

• What do you feel the world is like for your client?  

• How do other people in the team understand your client?  

• How can your client’s friends and families help you to understand the world 

from your client’s perspective?  
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3) Understanding ourselves and our clients through a relational-intersectional 

perspective:  

Intersectionality (Crenshaw, 1989) is a theory that suggests that a person who has 

several oppressed identities will have different life experiences to another person 

who has only one of those oppressed identities. An autistic person with a learning 

disability who is also Black or LGBT+ will have their life also impacted by these 

aspects of their personal and social identity. The following graph (Figure 103) can 

be helpful to think about your client’s intersectionality as well as your own 

intersectionality.  

 

Figure 103. Categories to think about our identity and our client’s identity 

 

 

 

Discrimination against people with disabilities is often perpetuated by institutions 

and individuals who are commonly seen as working on their behalf (Baxter et. al, 

1990). Some questions that could guide this reflective process are: 
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• How different you and your client are in relation to age and gender? How 

does it affect your care relationship?  

• How different you and your client are in terms of race and ethnicity? How 

does it impact on the care relationship?  

• How different you and your client are in terms of education and employment? 

How does it impact on the care relationship?  

• How do you think that your own ideas about the age, gender, race, ethnicity, 

sexual orientation impact on your care relationship with your client?   

You can think about similar questions in relation to the rest of the categories or 

aspects of our personal and social identity.  

 

3) Experiencing trauma (NHS Education for Scotland, 2020) 

▪ What is trauma? This is an experience that overwhelms an individual’s 

capacity to cope. For example: child abuse, neglect, witnessing violence and 

disrupted attachment, sudden unexpected loss, and other life events that are 

out of one’s control (Jackson and Waters, 2015).  

▪ Complex trauma: this is usually a result of cumulative, repetitive, and 

interpersonal assaults (Herman, 1997). It is particularly pernicious if it occurs 

in childhood and where the source of trauma is a person who has a caregiving 

and trusting relationship with the victim and is meant to be a source of safety 

(Urquhart and Jasiura, 2013).  
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▪ Vicarious trauma: this affects individuals who work with people who have 

been traumatised. It is a cumulative effect which can impact on short-term 

reactions, or longer term, some effects parallel those experienced by the 

trauma survivor (Jackson and Waters, 2015).  

▪ Trauma and PWLD and/or autism: They have a higher risk of being 

exposed to trauma (Blackman, 2019) and are likely to suffer serious and long-

term consequences of trauma (Jackson & Waters, 2015): 

o Discrimination and stigmatisation.  

o 50% are more likely to experience sexual abuse.  

o Hate crime 

o Domestic violence 

o Detention, overmedication, enforced separation from family.  

o Restraint 

o Regular abuse of human rights.  

▪ Have you been through a traumatic situation as part of your job? Have you 

been through a traumatic situation in your life, and you can connect it to your 

job? How have you dealt with it? 

▪ Do you feel emotionally overwhelmed in your job? How do you deal with that?  

▪ Do you feel that someone in the team is emotionally overwhelmed? How does 

the team deal with this?  

▪ Has your client shared with you a traumatic situation that they have suffered 

in the past? How did you process that? How are you and the team supporting 

your client to process this situation?  

▪ Do you perceive that your client is emotionally overwhelmed or dealing with 

a traumatic situation at the moment? What is the team doing about this? Who 

do you need to alert in your organisation?  
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4) Becoming a trauma-informed service (Arthur et al., 2013; NHS Education for 

Scotland, 2020) 

• How does your service understand the prevalence and impact of trauma in 

clients as well as in carers?  

• How does your service specifically avoid traumatising clients again as well 

as carers?  

• How can you and your team emphasise safety and trust through choice, 

collaboration, and connection with your client?  

• How can you, your colleagues and your client focus on building your 

strengths as a group of people who function as a team? 

• How can you and the team focus on safety, engagement, and empowerment 

as being central to the service that you provide? 

• How do you create environments where service users do not experience re-

traumatisation? (This means events that reflect earlier experiences of 

powerlessness and loss of control.)  

• How can you create environments where service users can make decisions 

about their support needs at a pace that feels safe to them?  

• How do you avoid confrontational approaches? 

 

5) Assessing risks to the psychological wellbeing, emotional safety, and 

quality of the care of people with LD (British Psychological Society, 2017) 

Care systems composed of a large number of people potentially pose risks due to:  

✓ Frequent changes of staff personnel  
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✓ High workload of staff  

✓ Discontinuity in staff presence  

✓ Limited opportunities for individual support 

▪ How do you and your team deal with any of these issues?  

▪ How do you think these issues impact on your client’s wellbeing?  

 

6) Understanding ‘behaviours that challenge’ as responses to threat. The 

Power Threat Meaning Framework (Johnstone and Boyle, 2018) asks the following 

questions:  

a) What has happened to you? (How is power operating in your life?) 

b) How did it affect you? (What kind of threats does this pose?)  

c) What sense did you make of it? (What is the meaning of these situations and 

experiences to you?)  

d) What did you have to do to survive? (What kinds of threat response are you 

using?)  

e) What are your strengths? (What access to power resources do you have?) 

f) What is your story? (How does all this fit together?) 

 

7) Responding with compassion  

Compassion Focused Therapy (Gilbert, 2009) argues that we need to learn how to 

accept, tolerate, and work with difficult emotions. We can achieve this by stimulating 

positive emotions and feelings of reassurance, security, safety, and calm 

peacefulness in ourselves and others. Some questions to explore are:  
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• Do you give yourself time to recharge batteries, so you have enough energy 

to give to others?  

• Do you give permission to yourself to meet your own needs, for example 

through self-care strategies, such as doing things that you enjoy and help you 

to relax?  

• Do you give yourself words of support when you are feeling stressed? 

The website self-compassion.org as well as Paul Gilbert’s (2009) work on 

Compassion Focused Therapy offer plenty of resources to explore compassion with 

yourself and others.  
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7.3. Shared-environment: “He doesn’t want to be here”  

This morning I am meeting with Mohammed (‘Mo’) and his teacher. Mo is 17, lives at home 

with Mum and Dad and goes to a private special school in South London. The school has 

made a referral through their nurse in relation to Mo’s behaviours that challenge them, which  

include screaming and not engaging in class. I introduce myself to the receptionist and she 

guides me through the building to Mo’s classroom.  

 

1) Is the interior environment friendly?  

 

As I walk through the corridors of the school, 

I notice that the lights are very bright. It looks 

more like a shopping centre! I think.  Lots of 

young people wander around talking, and 

the environment is clearly very noisy. I meet 

with Sam, which is Mo’s teaching assistant, 

she says "Mo is in the gym now with 

Rachael, another teaching assistant. He 

spends many hours a day there, we are 

worried about him. He also goes to the park 

outside.”   

 

“What do you think is going on with Mo?” I 

ask Sam. She seems a bit surprised with my 

question. - “I thought you wanted to speak 

with the teacher, she can tell you about him”. 

“Yes, of course, but maybe you can tell me 

from your experience first”, I suggest.  

Sam takes a deep breath and replies, “I think 

that the problem is that he doesn’t want to be 

here”. Sam explains that Mo doesn’t want to 

spend time in the classroom with other 

students.  

 

Storyboard 36. 

Storyboard 37. 
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I ask Sam if this is something that she has discussed with the teacher or the nurse, she says 

she hasn’t and insists that I should talk to the teacher because she is in charge of the 

classroom. I ask her who else is involved and she says there is a part-time nurse, an 

occupational therapist, and a PBS practitioner, who are also part-time.  

 

 

- Sam explains more to me, “I think the 

teacher wants Mo to be in the classroom 

because this is his class. So, I try to engage 

with him in English, Maths, colouring, but 

Mo keeps asking to leave, especially when 

other students are in the classroom”.  

“How do you find working with him?” I ask.  

- “It’s okay, the classroom can be very noisy 

at times because, you know, young people 

can talk a lot, so we have to leave quite a 

lot ”.  
 

 

“So, is it also difficult for you to be in the 

classroom?” I ask surprised.  Well, I would 

not say difficult, but it’s better to be out 

sometimes” Sam tells me. “How does Mo 

communicate with you?” I ask. “He knows 

some Makaton signs and words. We follow 

guidelines from the Speech and Language 

Therapist”. I ask, “Did you say that students 

in the classroom talk?”. Sam clarifies, “Yes, 

but Mo only speaks a few words, he doesn’t 

participate in the conversations”.  

 

 

 

Storyboard 38. 

Storyboard 39. 
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2) Is the exterior environment friendly? 

I ask Sam to show me outside, I want to know a bit more about the places that Mo prefers 

before meeting with him in the gym. We walk again through the corridors, and I notice how 

suddenly it gets noisy and crowded. I am also curious to know how come Sam is part of a 

classroom of students who communicate with verbal language, whilst he uses Makaton signs 

and only some key words.  

 

 

Sam tells me that Mo enjoys being 

outside although sometimes when it’s 

really cold he doesn’t want to wear a 

jacket. “What do you guys do when you 

are outside?” I ask. “Not much really, 

he loves watching students play 

sports”, Sam replies. “You are telling 

me then that Mo doesn’t do much in 

the classroom and then watches other 

people outside, right?”. Sam replies, 

“Yes… Let’s go to the library, he also 

likes spending time there”. 

  

 

- Sam continues, “Mo comes here and 

walks around, he mumbles some 

words very softly to himself, we can’t 

understand because it’s seems like it 

could be Arabic”. Sam clarifies, “I think 

he speaks Arabic at home”. I add, “and 

then he comes here which is all in 

English. Does he like the library then?”. 

Sam emphasises, “Yes, this is a much 

quieter place!”. Whilst we go inside 

again, Sam tells me that sometimes 

they go to a nearby supermarket and 

that Mo covers his ears with his hands 

when they go there.  

Storyboard 40. 

Storyboard 41. 
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Sam also tells me that the school will be buying ear defenders so that Mo can protect his ears 

from noise and that she finds it difficult to go out with Mo because she is afraid that he will 

start screaming at any time. The teacher has asked for more support to go out and about with 

Mo. We walk again through the school towards the gym.  

 

 

3) Managing transitions through different environments   

As we enter the gym, Mo looks at me very briefly. He is sitting down, and Rachael is standing 

by his side as if they were waiting for an appointment. Mo looks bored as if he is not really 

enjoying time on his own.   

 

I say hi to Mo and wave. He mumbles 

something, but I can’t hear him. Rachael 

says to Sam, “We’ve been okay here. 

He’s been walking back and forth as 

usual. He didn’t scream, which is good”.  

I ask Rachael what they like doing when 

she supports him. Rachael says, “Not 

much really, he likes to be on his own, 

walking around, he is a people watcher”. 

Sam adds, “but if it gets noisy, he asks 

to go outside”.  

Storyboard 42. 
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I remember that Sam mentioned that Mo 

speaks Arabic at home. He was 

mumbling something before that I 

couldn’t hear but there was a rhythm in 

it. I wonder how he would react if I do 

something unusual. I move a bit closer 

to him and start clapping very softly, and 

sing “Habibi, habibi” also softly, which 

means “my dear” in Arabic. It’s a song I 

learned a long time ago. I just remember 

the rhythm and a couple of words.  

 

Mo looks at me surprised, comes closer and stares at me intensively. We both start laughing! 

This amazing moment of connection lasts a couple of seconds as Mo walks away. Mo walks 

around the gym, he mumbles to himself as if he was recalling a conversation with someone. 

He laughs, moves his hands, and makes gestures as if he is walking alongside another 

person. As he walks away, I wonder if his teaching assistants accompany him but are hesitant 

to initiate interactions. I wonder if they might not feel confident working with him.  

 

I ask Rachael how Mo knows where they 

will be going next. Rachael says that they 

use a communication book with a board 

and the words “now” and “next” in which 

she adds PECS, (Picture Exchange 

Communication System), but Mo left the 

communication book in the toilet. She 

was waiting for Sam to come back so that 

she could pick it up. Rachael says that 

transitions between different places are 

not usually difficult for Mo.  

 

Storyboard 43. 

Storyboard 44. 
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4)  Exploring sensory processing differences  

Rachael tells me that she feels that Mo has a lot of potential but that he doesn’t engage. I 

argue that they need to be creative and think about activities in which he could start engaging 

for a few seconds and build from that. We talk about sensory processing differences; I explain 

that a sensory profile could indicate how Mo processes sensory information and we agree that 

Mo would benefit from a sensory profile from the occupational therapist. Sam and Rachael 

could also look at the environment to see if it is creating other difficulties, and what could be 

changed. They could also be creative and think about positive sensory experiences with ideas 

from the occupational therapist. We agree that Mo could be oversensitive to sounds and he 

might enjoy having ear plugs and listening to music and using ear defenders once the school 

buys them. Mo has a corner in the classroom away from the door, but apparently, he still 

doesn’t want to be there either. Rachael asks me to speak with the teacher because “she will 

listen to you more, because you are the Psychologist”. I’m now curious to meet the teacher 

and see her dynamics with the teaching assistants in her classroom, and how this impacts 

upon Mo.  

 

Rachael suddenly seems a bit pessimistic 

and says in a softer tone, “Maybe he is 

bored here…!”. “I think you guys need to 

offer him the opportunity to do things that 

are interesting and meaningful for him. 

Maybe we could organise a meeting with 

the teacher, the occupational therapist, the 

speech and language therapist, in fact 

everybody in the team and come up with 

ideas?”. Sam agrees, “Yes, that would be 

useful, we offer ideas, but the teacher 

wants Mo in the classroom all the time…”  

 

 

Storyboard 45. 
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I notice that Mo walks by, looks at me and 

smiles again. I decide to sit down, and he 

comes and sits down. I start singing again 

the song that says “habibi, habibi” (my 

dear, my dear). Mo looks at me again with 

surprise, as if he were saying, “Who in the 

world is this weird guy singing for me?”          

I feel that Sam and Rachael could have so 

much fun with Mo if they channel into his 

sense of humour and interests!  

 

Mo continues to laugh and says, “habibi, 

habibi” whilst starting to walk again. Now 

we are all laughing and connecting! I feel I 

would love to work here and spend my day 

with young people like Mo. “He is such a 

character, isn’t he?” Rachael says. I feel 

it’s great that Mo has showed Rachael and 

Sam another aspect of his personality and 

that perhaps if they also tap into his 

language at home that could open another 

door to more communication between 

them.  

 

5)  Being overloaded   

As Mo walks around Sam and Rachael continue to ask me things about how to work with Mo, 

I tell them that this is the first time I have met with them and Mo but that they could also try to 

speak with the OT, SALT, and their PBS practitioner. I have the feeling, that for some reason, 

these teaching assistants are not very well connected with the rest of the team who work in 

the school. I wonder if one of the issues is that they are only part-time.  

Storyboard 46. 

Storyboard 47. 
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- “Sometimes he screams very, very 

loudly, and we have no idea why! We 

think that perhaps it could be related to 

his bowel movements,” Rachael says.  

“Oh, right… And do you know if it 

happens more in the mornings, the 

afternoons, in class, outside, have you 

found any pattern?” I ask. “It seems to 

be more in the afternoon, and it happens 

when he comes here to the gym”, Sam 

replies.  

 

“I wonder if Mo finds it difficult to process 

sensory information and is easily 

overloaded, it could just be too much for 

him. This could cause stress and 

anxiety so he could be releasing it by 

screaming or having a meltdown. 

Asking to come here or to the library 

could also be a way to avoid that. My 

question is what is he trying to tell you 

with his screaming?”  I say, as we stop 

for a few moments to think. We can see 

a couple of young people coming into 

the gym.  

Sam and Rachael seem full of energy and motivation to understand Mo and I wonder if they 

struggle with getting support from the school in which they work. We are also at the point of 

thinking a hypothesis aloud: Is Mo sensory-overloaded often in the classroom and other places 

at school? Is he bored? Is it about these issues at the same time? If support staff are bored or 

find the environment difficult or ‘unfriendly’, it would not be a surprise that Mo also finds it 

difficult and/or boring! I want to invite them to think about how many things are affecting their 

work and actually all of us at the same time, and how they influence each other.  

 

Storyboard 48. 

Storyboard 49. 
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6) Using the RCA-map to connect ideas  

I say goodbye to Mo and Rachael and go back to the library with Sam. We agree that she will 

share these ideas with Rachael later in the afternoon. I turn on my tablet and tell Sam, “This 

is a map that sometimes I use in my work. It’s called the care relationship map.”   

 

I add, “We could use it to discuss the 

support relationship you have with Mo 

and that Mo has with you and how this 

depends on many things, for example, 

the environment, how interesting the 

activities are that you do with him, if he 

sees you as somebody nice that he 

enjoys being with, and so forth.”  Sam 

nods her head and I continue, “the 

map has 4 areas, and they are all 

connected to each other”. 

 

“You as a teaching assistant 

communicate with your student and 

behave in a certain way, you perceive 

them also in a certain way and they 

perceive you, you both share an 

environment such as the classroom, 

the park or being out in the 

community, and both share specific 

hours of the day according to your 

shifts. All these factors influence each 

other all the time.”  

Figure 104. 

Figure 105. 
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I see that Sam seems to be listening 

carefully. I continue, “So, if we zoom 

in shared-environment, we see that it 

could be unfriendly for Mo and you, or 

it could be friendly. I wonder if we 

need to find at school other 

environments that can be more 

friendly to Mo, and also to you and 

Rachael so that you guys can do 

some work together beyond walking 

around the gym or going out for a 

walk”.   

 

I don’t want to sound critical of the work Rachael and Sam are doing, but if Mo is not engaging, 

we need to explore what the is school offering to him. Maybe they are confusing low arousal 

in terms of environment with no-arousal and they just wait for Mo to take the lead.  

 

“I wonder if you guys need to 

know more about Mo. What does 

he enjoy doing at home? What 

does he do on the weekends? He 

is familiar with some words in 

Arabic. Can family share with you 

any key words, songs, favourite 

music, activities that he does?” I 

ask. Sam replies, “Yes, I will 

speak to his Dad when he picks 

him up in the afternoons and I will 

check on his health and education 

plan what other information there 

is about Mo”.  

 

 

Figure 106. 

Storyboard 50. 
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I am happy that we already have a plan and that I can come back to the school the following 

week and meet with the teacher. I will also try to meet with some of the professionals who 

work at school, such as the SALT and the OT and see how we can best support Sam and 

Rachael. I will also organise a meeting and ask Sam and Rachael to participate as they work 

with Mo many hours every day.  

 

7) Knowing more about autism  

As I recap on some of the things we've been discussing, Sam says, "I want to know more 

about autism” and asks, “Can you recommend us anything to read or any training that we 

could do?" I reply, "Could you ask the school to pay for some specific training?”. Sam answers, 

“Every year we do refresher training in Team Teach, which is physical intervention with the 

Team Teach lead for the school…”            

 

 

I interrupt her and suggest, “If I were 

you, I would start by reading and 

listening to autistics talking about their 

own life experiences, for example 

Temple Grandin, Donna Williams, or 

Wen Dawson. You’ll find them on 

YouTube. Also, the National Autistic 

Society and Open Future Learning 

have online interactive modules which 

are full of practical information and very 

affordable.” 

 
Storyboard 51. 
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I add, “It’s very important that you think 

about what you are doing in your work 

and how. The Low Arousal approach 

emphasises reflective practice, it’s run 

by the company Studio III. You also 

have all the amazing work done by 

Phoebe Caldwell, within the approach 

known as Intensive Interaction, and 

Phoebe’s own approach called 

Responsive Communication.  If you 

want an emphasis on the care 

relationship, I suggest you go through 

what Gentle Teaching is offering, which 

is another approach, although their 

training is only online at the moment, 

but it has really interesting books.   

 

“Sorry I feel I am bombarding you with 

information”, I apologise. “Not at all, I 

want to study to become a Special 

Education Teacher and I am applying 

for a scholarship next year,” Sam tells 

me. I reply, "That is so wonderful, 

congratulations! If you give me your 

email, I can send you this information 

and a document I've developed over 

the years with my own ideas about 

these approaches. You might find it 

useful! I will also send you this care 

relationship map with some questions 

for you and Rachael to think about in 

your team meetings.”  

 

Finally, I add, “We can continue to discuss all this the next time that we meet. Thanks so much 

for your time and see you soon!”, I say as Sam guides me to the main door and we say 

goodbye to each other. 

Storyboard 52. 

Storyboard 53. 
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The main points that I would like to make with this story are:  

 

• How does an environment affect an autistic with learning disabilities? 

After my visit, I think that Sam and Rachael have more ideas and questions 

about how the school environment was possibly impacting upon Mo’s 

engagement. He only wanted to spend time at the library, at the gym when it 

was quiet, and at the park outside the school watching other students play. Mo 

did not seem to participate in the classroom dynamics due to the high levels of 

noise and maybe because conversations were not relevant to him. We don’t 

know why he was placed in that classroom with kids who communicate fluently 

through verbal language, but he certainly wasn’t benefiting from it.  

 

• How does an environment affect support staff? In this story, I was surprised 

to visit a special school which had bright lights and a crowded noisy 

environment. Staff also reported that sometimes the classroom was noisy, and 

they found it difficult to work there. If support staff struggle, it’s no surprise that 

the young people they are working with would also find it difficult. It was also 

interesting that Sam took me to the library to have a conversation and I wonder 

if teaching assistants have a room where they can have a break, a coffee or 

simply rest, or are these only for teachers?  

 

 

• How does the relational environment affect support staff and service 

users? I also wanted to write a story in which communication was not fluid 
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between the teacher, other professionals, and the teaching assistants. There 

seemed to be something about power dynamics when Sam asked me to speak 

with the teacher. Although she didn’t say it clearly, I’m curious to know if 

teaching assistants feel undervalued in this school and what the impact is of 

this on the young people the teaching assistants support.  

 

• How does environment link with the area shared-time of the RCA-Map? In 

this story I mentioned as a hypothesis that perhaps teaching assistants were 

confusing low arousal with no arousal, which is something that the SPELL 

framework warns about (Beadle-Brown and Mills, 2010). The teaching 

assistants seem to follow Mo’s lead into low arousal environments, for example 

into the library and the gym but they don’t seem to offer him any activities or 

interesting things to do. Maybe they did in the past and Mo reacted in a negative 

way. However, I emphasise with them how important it is to be creative and 

keep thinking about ideas and things which could occupy Mo’s time and help 

him learn. After all, Mo is attending school!  

 

• How does the environment link with the area’s Communication & 

Behaviour as well as Inter-perception of the RCA-Map? We can imagine in 

this story that Mo has a very good rapport with Sam and Rachael and that 

perhaps he struggles when working with bank staff who are not very familiar 

with him. We can imagine that Mo might present with behaviours that challenge 

when he is supported by staff who have less experience in understanding how 

to communicate with him. We can imagine that if Mo does not know who is 
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supporting him, he might feel unsafe or even threatened by the change in staff. 

However, we could also imagine that in a school there are plenty of teaching 

assistants who are familiar with students and that if Sam and Rachael are not 

available, Mo could be supported by other familiar staff. 

 

• What might an evolution of this story look like?  If I imagine a second part 

of the story, it would be interesting to see what happens in a series of meetings 

with the teacher, the SALT, the OT, the nurse, and the teaching assistants, as 

well as the social worker who could ask for a revision of Mo’s Education and 

Health Plan and make sure that Mo is benefiting from school, and therefore 

have access to the education that he deserves.  

 

 

Next, you will find summarised information about this first theme of the RCA-Map and 

some questions with the intention to facilitate reflexive conversations with members of 

the care team.  
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   Shared-Environment  

 

The main questions of this section are:  

  

 

 

 

 

In your own time and for your own reflection, you can use this colour code (Figure 107) 

to express three positions in relation to how you think that you and your client 

experience the environment that you share.  

   

 

 

You can also explore the following seven ideas in relation to the work with your client, 

yourself, and also you as a part of a wider team.   

 

How do you and your client 

experience the environment that you 

share? And the rest of the staff team? 

Figure 107: Unfriendly – friendly colour code. 
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1) Is the interior environment friendly for a service user and their staff?   

In relation to autistics with learning disabilities:  

Many people may experience over- or under-sensitivity to sounds, touch, tastes, 

smells, light, colours, temperatures, or pain. Beadle-Brown and Mills (2010) ask four 

questions in terms of low arousal environments in their SPELL Framework:  

• Could you eliminate or reduce stimuli from the environment? For example: 

noise, heat, light, touch, visual conditions, clutter, etc.? 

• Does the person have a sensory profile?  

• Do support staff speak clearly and work calmly and quietly? 

• Are interactions clear?  

 

Simpson (2016) has developed a detailed Checklist for Autism-Friendly 

Environments which is endorsed by the NHS and freely available online. An 

illustrative selection of four questions from their extensive checklist are:  

 

• Have you considered if the colours in the environment are low arousal, such 

as cream and pastel shades, rather than vibrant shades?  

• Have you considered the smells of individuals (including pets) who use the 

environment?  

• Have you considered hypersensitive hearing, and looked at specific noises 

that may irritate, such as clocks ticking, humming from lights, road noises or 

building/gardening work in the distance? 
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• Is there a space or a room which a person with autism could use as escape 

space? (for example, a garden).  

 

In relation to care staff:  

• Do support workers have a staff room or a space where they can have a 

break? Can staff leave their possessions in a safe place? Do they have 

access to a phone and/or a computer from which they can be in touch with 

other members of the team? Do they have money and a work phone available 

during an emergency? Is there a comfortable room for staff who are on shifts 

during the evenings?  

 

2) Is the exterior environment friendly for a service user and their care staff?  

In relation to autistics with a learning disability:  

Places out in the community can be particularly overwhelming and cause sensory 

overload. Some supermarkets, cinemas, and museums in England offer the ‘Autism 

Hour’ in which the stimulation in the environment is lowered, and therefore it is more 

autistic friendly.  

• Could you support your client to participate in their community during the day 

and/or at a time of the week in which there is less environmental stimulation?  

• Could you support your client to find an ‘escape space’ when going out? For 

example, visiting a bookstore within a shopping mall or a disabled toilet where 

people can stop and chill for a few moments?  
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An illustrative selection of four questions from the long Checklist for Autism-Friendly 

Environments developed by Simpson (2016) are:  

 

• Have you considered to what extent the environment is ‘safe’ for people 

with autism? 

• Have you considered that because there has been a good/bad response in 

one environment, this cannot be generalised to a similar environment? 

• Do you plan for changes in the environment, for example: to routines, staff 

leaving, etc?  

• Are you aware of the coping mechanisms for individuals in the 

environment? 

3) Managing transitions between environments 

• How does the person who is supported understand transitions between 

environments?  

• How do you support communication using signs, symbols, pictures, photos, 

or objects?  

 

4) A sensory profile  

A sensory profile assessment is conducted and scored by an occupational therapist 

of professional trained in sensory processing theory. As an example, the 

Adolescent/Adult Sensory Profile (Brown and Dunn, 2002) is a standardised 

assessment that measures sensory processing among adolescents and adults. It is 

a self-questionnaire that consists of 60 items linked to behaviours that a person 
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presents at home or in the community and is related to taste/smell processing, 

movement processing, visual processing, touch processing, activity level, and 

auditory processing.  

 

• Are you aware of anything that the person you are supporting seems to like 

and gain a positive sensory experience from?  

• Are you aware of anything that the person you are supporting does not seem 

to tolerate or that seems to result in behaviours that challenge?  

• Can you share this information with the rest of the team and ask for a sensory 

profile assessment from an occupational therapist?  

5) Sensory overload or meltdowns  

The National Autistic Society (2021c) emphasises that it is important to consider if 

a person is having a meltdown due to being sensory-overloaded. A meltdown is an 

intense response to an overwhelming situation, and it happens when someone 

becomes completely overwhelmed by their situation and loses control of their 

behaviour. This might be expressed, for example, by shouting, screaming, crying, 

lashing out or kicking.  

• Do you see any link between your client’s behaviours and their 

environments?  

• Does anybody else in your team see any link between your client’s 

behaviours and their environments?  
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6) Using the RCA-map  

• What connections can you find between the environment that you and your 

client share with how you spend time together, how you communicate and 

behave towards each other, the way that you perceive your client and the 

way you think they perceive you?  

• What changes in the environment do you think could benefit both the 

person you are working with and yourself?  

• What changes in the environment would you like to try?  

• What changes in the environment might other members of the team want to 

try?  

7) Training available   

Here is a list of people and resources mentioned in the case study:  

 

• People with lived experience of autism: Temple Grandin, Donna Williams, 

Wen Lawson.  

• Phoebe Caldwell’s webpage: https://www.phoebecaldwell.co.uk 

• The National Autistic Society: https://www.autism.org.uk 

• Open Future Learning: www.openfuturelearning.org 

• The free course “Understanding Autism” by the Open University: 

https://www.open.edu 
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7.4. Shared-time: “We don’t know how to engage with her”  

This morning I am meeting some of the members of the staff team who are working with 

Sharon. She is a young woman in her early thirties who lives on her own in Richmond, in South 

West London. The referral that her team sent me says several things:  

 

• “Sharon loves spending time in nature, watching animals, walking by the river, as well 

as going to London and travelling on the tube, although sometimes she gets fixated 

with the tube”.  

• Staff struggle with some of “Sharon’s behaviours” because “she doesn’t engage and 

doesn’t respect boundaries”. Staff suggest in their referral that “Sharon needs 

psychology sessions to learn to control her behaviours and accept boundaries”.  

 

1) Spending time with your client    

I arrive at our meeting in a brand-new house that is part of a supported living project that a 

private provider has developed in this area. Staff are using this house as an office and Sharon 

lives nearby. I am introduced to Amy, who is Sharon’s key worker; and Peter and Olivia who 

are other members of the team. After we are introduced, I ask them how they think I can help 

them. 

 

- Amy seems worried and starts by 

talking about Sharon, “The problem we 

have is that she doesn’t respect 

boundaries, she needs to understand.” 

I ask, “What do you mean by 

boundaries? What does she need to 

understand?”.   

- Amy seems a bit hesitant, “Well, she 

needs to understand that she can’t call 

Patricia, one of the team managers, that 

often. She calls her every day and 

sometimes several times if she doesn’t 

find her in the office”.  

 

I reply, “Maybe this sounds an obvious question, but did you ask her why she rings her so 

often”. Olivia answers, “Yes, and Sharon says that she needs to resolve something. But we 

Storyboard 54. 
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are here to help her, we are her staff team not Patricia, we think she is fixated with her”. Olivia 

offers some coffee; I accept and thank her. This is interesting, I think, and ask, “So how often 

do you support her?”. Olivia says, “Oh, about three hours every day”. I ask, “And what kind of 

activities do you do with her”. Peter replies, “All sorts and they’re mainly around the house. 

Sharon is a hoarder, and we help her with decluttering and cleaning the house”.  

 

 

2) Duration of the support 

 

I reply to Peter, “So you support her 

about three hours a day, and do you 

think Sharon is happy with this? Are 

you happy with this?”. Peter 

responds, “Well, there are several of 

us in the team, we are like eight 

people in total, so she sees different 

people every day. I’m not really sure 

what she thinks about this, I’ve never 

asked her”. I suggest, “Well, this is 

something she might have spoken 

about with her social worker really. 

So, she has a large team, and she 

prefers to ring Patricia daily 

instead?”  

Storyboard 55. 
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Olivia pops in and says, “Sharon 

knows that it is wrong, but she does 

it anyway. She has actually done it 

for years. I mean, calling Patricia.” 

Amy clarifies, “That is why we 

thought that she needs some 

therapy to control herself because 

people with autism get fixated on 

things, well she is very fixated with 

calling people on the phone.” I add, 

“and you also said that she doesn’t 

talk with you that much when she 

needs to resolve something?”  

 

At this point, I wonder if staff are making assumptions in the sense that “all autistics behave 

in a certain way” or that they need “therapy or support to change” something about how they 

are.  

 

I feel I need to help this team to 

connect what they do with what is 

going on.  Olivia comes back and 

says, “Here is your coffee”. Amy 

clarifies, “For some reason Sharon 

is not engaging with us and keeps 

ringing Patricia”. I ask, “What does 

Patricia think about this?”. Olivia 

replies, “Patricia used to work with 

her a long time ago. She finds it 

difficult because she needs to do her 

work and Sharon is always ringing”. 

I’m starting to feel uncomfortable… 

 

  

 

 

Storyboard 56. 

Storyboard 57. 
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3) Style of support 

 

I say “Well, but she is working, and 

Sharon is a service user, and she needs 

help resolving something, doesn’t she?”  

“Ouch”, I complain whilst burning my 

mouth with the coffee, I put it aside and 

take a deep breath. I am wondering 

what Sharon would say about this 

conversation about her. I look forward 

to meeting her and it’s a pity she is not 

here this morning to tell us her views 

about what is going on. “But we are her 

team”, Amy says. I can resonate with 

her frustration, I think.  

 

I say, “I’m curious to know what Sharon feels about all this. Because she keeps ringing 

somebody else to help her on a daily basis, whilst she doesn’t engage with you as a team, 

and why do you think is this?”.   

 

Olivia explains, “As Peter said 

before, we need to help her to 

declutter and clean the house, but 

Sharon doesn’t want to do it, so she 

avoids us”. I suggest, “I think that’s 

a really good point, and how do you 

approach her when you do things 

with her? Are you more directive? 

Does it depend on the situation? 

Are you more collaborative?”. Peter 

looks at Amy whilst Olivia looks at 

me. I am not sure if I am being clear 

enough or if I am asking too many 

questions at the same time.  

Storyboard 58. 

Storyboard 59. 



347 
 

Autism and Learning Disabilities: Developing a Relationship-Centred Approach for Support Workers in Social Care 
Francisco Urbistondo Cano 2021 - University of Bedfordshire - Professional Doctorate in Systemic Practice 

 

 

After a couple of moments Olivia 

replies, “You have to be firm with 

her. I come to the house and tell her 

what to do right at the beginning.” 

Amy adds, “You have to be very 

clear in terms of what you want the 

shift to be like, otherwise… she 

won’t cooperate”. “Not cooperate?” 

I ask. Peter pops in, “I am more 

chilled with her and do other things  

apart from decluttering or cleaning. 

We go for walks and we can have 

really interesting conversations”.  

I excuse myself and go to the toilet. I feel I need to walk around and have a little break. I 

wonder if this team is somehow trapped because they feel they ‘have to do’ something during 

their shifts but their client doesn’t want to engage on their terms? We come back to our 

conversation.  

 

I say “Guys, I feel you have your own 

agenda which might be different than 

Sharon’s agenda and if I were Sharon, 

I would probably feel that your support 

might be intrusive, invasive, for 

example if you were to ask me to 

declutter.”  Amy adds, “Of course I am 

nice when I ask Sharon to do things.” I 

argue, “But perhaps she is not 

interested in what you are asking her to 

do, in what you as a team are offering 

her, so the question perhaps is how you 

can connect to what is important for 

her?”   

 

Storyboard 60. 

Storyboard 61. 
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4) Ideas from Active Support  

 

Peter suggests, “Sharon is very 

creative, she is always thinking about 

doing things. She collects maps of the 

tube from different stations and she cuts 

parts of them up and stores them.” I ask, 

“Does she like art?”. “Good question”, 

Olivia replies, and adds, “Maybe we can 

take her to the Tate gallery and see 

some collages? She might get some 

ideas of other things to do with those 

maps”. Peter adds, “that could be nice 

because we don’t know how else to 

engage with her”.  

 

“Maybe it is about being more 

responsive to what she wants to do with 

this support”, I suggest. “You seem to 

be focused on cleaning and 

decluttering, but do you have any 

concern in terms of risks to Sharon’s 

safety in her home?”. Olivia says, “not 

really, but historically this is what we’ve 

been doing as a team”. I argue, “So she 

rings Patricia because perhaps she 

feels that Patricia will listen to her and 

discuss what she really wants to 

discuss…”  

Storyboard 62. 

Storyboard 63. 
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Olivia suggests, “Maybe we can also 

spend some time each day having a 

chat”. She loves it when I bring her 

cupcakes that I bake every once in a 

while. I could teach her how to bake 

them whilst we have a chat about 

whatever she wants to talk about”. 

Peter adds, “I feel that she wants to talk 

sometimes but maybe we are too 

focused on tasks to do in the house, but 

this is what staff have always been 

doing”. I suggest, “Maybe it’s time for 

you guys to try something different”.  

I also suggest, “Maybe you need to revise with her if she needs three hours of support each 

day, and what she needs this for? You are focusing on tasks such as housework or 

decluttering. Sometimes you go for walks. You said that Sharon is a very creative person, so 

what else does she need support with?” Olivia says, “I feel that she is lonely. Maybe we could 

take her to a social club for adults?” Amy replies, “Oh, that would be such a good idea”. “You 

can think of ideas and offer them to her, because this is about her life, isn’t it?”, I suggest. 

 

Peter adds, “We could ask Patricia 

because she’s known her for a long 

time”. “You could also ask family and 

friends and see what comes up”, I 

say. Amy says, “Her family is in 

Leeds and she doesn’t see them that 

often”. Olivia adds, “maybe we could 

plan with her a trip to visit her family”. 

I suggest, “I think that the moment 

you offer new and interesting things 

to do, Sharon might engage with you 

as a team”. Amy asks, “What should 

we do with the decluttering?”.  

Storyboard 64. 

Storyboard 65. 
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I reply, “I think that we need to know first what Sharon feels about her possessions and how 

she prefers to organise her home. Don’t forget that we are talking about her life and her 

choices”. Amy adds, “There is definitely an issue with cleaning and hoarding”. I argue, “But if 

you want to persuade her that there are other choices that you think that she could make, you 

need to find another way… And I am still not sure about the hoarding. What might be hoarding 

for you, might be collecting for me”, I say with a smile.    

 

5) Organisational awareness of Active Support 

I am curious about the approach to support that this team have. Amy explains that she has 

training in Positive Behaviour Support and has done a module of active support, but that it is 

not a whole organisational approach because the provider has different teams supporting 

people with different needs. Olivia leaves us for a moment to answer a phonecall and Peter 

offers to make us another coffee. It seems like a good time to catch up with Amy as the team 

manager.  

 

 

I say, “I am curious to know if this 

issue with engagement that you have 

with Sharon is happening with other 

clients.” - “Well, to be honest, we do 

struggle, I think it’s because every few 

months we have staff leaving the 

service and new staff starting. There 

is something about the nature of the 

work that makes it difficult for people 

to stay a long time”, Amy explains. 

“Yes, I can relate to what you are 

saying… It is unfortunate because it 

impacts on the people we work with”, 

I suggest.  

 

Storyboard 66. 
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I add, “Maybe you could explore more 

training and do it as a team. Maybe 

take some time off to reflect on the 

support you give your clients”. I 

suggest, “In my experience, PBS and 

Active Support can be very powerful if 

you embrace it as an organisation and 

also put the emphasis first on the care 

relationship, in the rapport with your 

client. I’m wondering if that is what is 

going on with Sharon, and maybe 

other clients. But you need time to 

reflect as a team about how you are 

working with your client”. 

 

Amy replies, “We have staff 

meetings once a month, and it’s 

very positive”. I ask, “Do you 

include your clients in meetings 

with staff?”. Amy answers, “Not 

really”. I suggest, “Maybe that is 

something you could consider. For 

example, from what you are telling 

me, I have the impression that it 

would be important to meet with 

Sharon and members of the team 

to discuss her support”. Amy says, 

“Yes, I’ve been thinking about this, 

it’s a good idea”. 

 

 

Storyboard 67. 

Storyboard 68. 
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6) Daily activities to create wellbeing 

Once Olivia and Peter come back, I suggest a couple of resources, “I wanted to share with 

you a list of ideas. This is what Dr Siegel, a psychologist, suggests as a healthy daily diet to 

maintain mental health. It’s called the Healthy Mind Platter and it’s composed of seven 

activities: time to focus, time to play, time to connect, physical time, time in, down time and 

sleep time. For example, in your support you seem to emphasise time to focus on tasks, and 

we are coming to the conclusion that you need time to connect with your client. So, this can 

give you ideas for activities for you to invite Sharon to do with you together, and support 

wellbeing for you both.  

Peter asks, “So, when do we need to do this? How often?”. I reply, “It is not really a prescribed 

programme of actions, it’s more something for you to think about and discuss with the person 

you are working with”. You need to balance the activities during the day and the week and 

perhaps think about this as a team: At the moment, what type of activities from the Healthy 

Mind Platter do you engage in with Sharon, and how often? And how do you think you could 

offer her other activities?  

 

7) Connections within the RCA-Map 

 

I add, “We’ve been talking about 

your relationship with the people 

you work with. I also wanted to 

share with you what I call a map 

of a Relationship Centre 

Approach. This is for you to think 

about your relationship and 

connection with your client.” I 

see that Amy, Olivia and Peter 

are looking at me with interest. I 

open my backpack, take out my 

tablet containing a diagram of 

the RCA-Map, and show it to 

them.  

 

Storyboard 69. 
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Amy asks, “Is this like a 

diagnosis?”. I try to clarify, “Well, 

I think that human relationships 

are very complex, aren’t they? I 

don’t think we could ever make a 

map for that!” We all laugh, and I 

add “My intention with this graph 

is to offer you some ideas and 

questions for you to discuss in 

your staff meetings and come up 

with new things that you learn as 

a team”. I ask, “Am I being clear 

enough?”. 

  

I am always careful to offer the map to staff as an invitation. It is not a prescription, or 

something specific that I am asking them to do. Some people might find it useful; others might 

find it too simple or too complex. I also suggest that they can change things, write down other 

questions and make their own adaptions to the map so that it’s personalised and useful for 

them to think about their work.  

 

Peter replies, “Is it an 

assessment that we need to 

complete?”. I’m not sure if this is 

helping them so I add, “Not 

really. This is for you not for me. 

It’s for you to think about the 

care relationship with your 

client”. Peter replies, “I see” and 

adds, “What are the different 

colours?”. I say, “Thanks, let me 

explain to you”. I go on, “You 

guys are working as support 

workers”.  

Figure 108. 

Storyboard 70. 



354 
 

Autism and Learning Disabilities: Developing a Relationship-Centred Approach for Support Workers in Social Care 
Francisco Urbistondo Cano 2021 - University of Bedfordshire - Professional Doctorate in Systemic Practice 

 

 

I continue, “As care staff you get 

paid to work for a specific 

amount of time in your shift, in a 

specific place with somebody, 

and usually doing something 

specific. Do you follow me?” 

They reply “Yes”. So, those are 

four main sections of the map 

that you see in green. Each area 

is composed by different 

dimensions. For example, 

“shared-time” is formed of 

“directive and responsive”.   

I add, “All four main areas are interconnected. This means that the way you communicate and 

behave towards each other will impact in how you perceive each other, and the connection 

that you have with each other. At the same time, how you spend time together and how friendly 

the environment is will impact upon this as well. I think we’ve been discussing how you occupy 

your time with your client, and this is ‘shared-time’ with its dimensions from ‘directive to 

responsive’”.  

 

“My proposal is to think that if we want 

to achieve more connection, more 

rapport, more quality in the care 

relationship with our clients, we need 

to expand the red circles into the 

yellow circle, and finally expand into 

the green circle. This means in this 

case we need to develop a style that 

is less ‘directive’ and more 

‘responsive’ to our client. More 

responsive means that we take into 

account our client’s agenda, and their 

needs, priorities, and values.  

Figure 109. 

Storyboard 71. 
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I add, “We allow our clients to have choices and control over their own lives. So, I will send 

you a copy of this map including each section and some questions that you can use in your 

staff meetings. We can also discuss it in our next meeting. I will meet with Sharon next week 

and get back to you to arrange for a catchup meeting” and ask, “Does this sound okay?”. Amy 

replies, “this is something to think about, thank you!”  

 

 

In this story about Sharon and her team I want to portray what is happening in a team 

who find it difficult to think and to consider that their client has the right to make her 

own choices such as calling the manager of the service, whether or not they engage 

in activities on offer, or collecting things in their own home. Additionally, staff need to 

reflect and think about the way they work with Sharon, which seem to have more to 

do with understanding their client as another human being. I also feel that I need to 

show:  

 

• The way we talk about the people we work with: I try to show a tension 

between psychologised ways of talking about people, for example, when people 

say, “She is fixated on this or that”, or “because she has autism and LD”, or 

even when she is described as a “hoarder”, and my work in offering different 

descriptions.  

 

• Active support as a technique to be applied: the idea of engagement seems 

very meaningful and is part of the philosophy and practice of person-centred 

thinking and planning. However, my invitation to the support workers in this 

story was to be responsive to what their client was expressing. The risk of active 

support as a technique is when it becomes a fixed routine that comes from the 

outside, from the wishes, ideas and plans of the support workers and not from 
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their autistic clients with LD. And it seems to become even riskier to the care 

and support relationship when staff seem to see it as a problem of lack of 

engagement from the side of the client and find it difficult to assess their own 

practice through self-reflexion.   

 

• Introducing the RCA-map as an invitation: I am interested to share the map 

and its questions in case staff might want to use it in their meetings and add 

their own questions, or even rearrange the map in a way that they might find 

more useful.  

• The whole team was not present: due to the dynamics of providers and their 

teams, it is often difficult to meet with the whole team. This is why I invite teams 

to meet more often and discuss their work, and perhaps doing it with the use of 

the questions included in the RCA-map can be a source of ideas and 

reflections.  

 

Next, you will find summarised information about this fourth theme of the RCA-Map, 

and some questions with the intention to facilitate reflexive conversations between 

members of the care team.   
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Shared-Time  

 

The main questions of this section are:  

 

  

 

 

 

 

You can use this colour code to express (Figure 110) three positions from ‘being 

directive’ to ‘being responsive’ in your style of interaction with the person you are 

working with.  

 
 

 

 

Figure 110: Directive – responsive colour chart 

This section also contains the following seven ideas to explore in self-reflection and 

with your team.  

How do you and your client experience the 

time that you spend together? And the rest 

of the care team? 
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1) Spending time with your client    

• How do you spend your shifts with the service user that you work with? 

• What kind of activities do you engage in with your client and how different are 

they if you compare them with the activities of the rest of the team? 

• What kind of activities does your client engage in only with you?  

• Are there activities that your client only does with you and that you think they 

would like to, or that they would benefit from doing them with other members 

of the team? 

2) Duration of the support  

• How do you feel in terms of the duration of your shifts?  

• How do you think your client feels about the duration of the shifts? Have you 

asked them? If you haven’t asked them, what do you think they would say? 

• Do you consider that shifts are too long or too short? How do they impact on 

the care relationship?  

• Can you discuss the quality of your shifts with the rest of the team and with 

the team manager?  

 

3) Style of support  

• How would you describe the type of support that you offer?  

• Would you say that it is more ‘directive’ in the sense that you tend to lead the 

interaction with your client?  
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• Would you say that is more ‘responsive’ in the sense that it depends on the 

day and how your client is responding to your support? 

• Is the type of support that you offer more oriented to ‘complete tasks’ and 

‘doing things’ or more oriented to ‘being with’ or ‘connecting’ with your client? 

Or maybe a mixture of both? Which of the two orientations do you feel that 

your client feels more comfortable with? Which of the two orientations do you 

feel more comfortable with? Which of the two orientations do you think the 

rest of the team feels more comfortable with? 

 

 4) Ideas from Active Support (Ockenden et al, 2014) 

Active support invites us to see that every moment has a potential and to utilise 

activities that need to be done (for example: housework, shopping or gardening) and 

those that are available to do (for example: visiting friends or relatives, playing sport 

or adult education) as opportunities for supporting people to be engaged throughout 

the day. Some questions inspired by active support (Ockenden et al., 2014) are:  

 

• What daily activities could you start inviting your client to engage in?  

• What activities do you think that you could start ‘doing with’ your client instead 

of ‘doing for’ your client?  

• In what activities do you think your client needs support?  

• Do you think that you or any other member of the team is ‘over-supporting’ 

the person you work with?   
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• Do you think that you or any other member of the team is ‘under-supporting’ 

your client with too little help?    

• Are you and other members of the team mindful to ensure that the amount 

and type of help you provide is adjusted to fit a specific activity, step, or 

situation? 

• How do you give your client opportunities to express their preferences and 

be listened to?  

• How do you give your client opportunities for experiencing choice and 

control? 

 

5) Organisational awareness of Active Support (Ockenden et al, 2014) 

The implementation of person-centred approaches requires a whole organisational 

approach. Some guiding questions based on the work of Ockenden et al (2014) are:  

• Is your organisation familiar with the principles and elements of Active 

Support and how this complements the implementation of Positive Behaviour 

Support?  

• Does your organisation offer interactive training that helps you apply 

knowledge from training through observation, feedback and modelling to 

shape up your skills?  

• Does your organisation provide information about why engagement is 

important in promoting quality of life and reducing challenging behaviour? 
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6) Daily activities to create wellbeing:  

Rock and Siegel (2011) emphasise that we need to pay attention to establish and 

maintain mental health. They develop what they call a Healthy Mind Platter, a 

recommended daily diet for a healthy mind composed of a series of fundamental 

mental habits or activities.  These are seven ‘mental nutrients’ that our brain and our 

relationships need every day to function at their best:  

✓ Focus Time: when we focus on tasks in a goal-oriented way, we take on 

challenges that make deep connections in the brain. 

✓ Play Time: when we allow ourselves to be spontaneous or creative and enjoy 

new experiences, we help make new connections in the brain. 

✓ Connecting time: when we connect with other people and when we 

appreciate our connection with the natural world around us, we activate and 

reinforce the brain's relational circuitry. 

✓ Physical time: when we move our bodies, aerobically if medically possible, 

we strengthen the brain in many ways. 

✓ Time In: when we reflect internally and focus on sensations, images, feelings 

and thoughts, we help to better integrate the brain.  

✓ Down time: when we are non-focused, without any specific goal, and let our 

mind wander or simply relax, we help the brain recharge. 

✓ Sleep time: when we give the brain the rest it needs, we consolidate learning 

and recover from the experiences of the day. 
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Rock and Siegel (2011) suggest that we can balance these activities each day to 

achieve mental wellness and reinforce our connections with others, the world around 

us and the brain itself, offering lots of opportunities to develop in different ways. Two 

questions to think about the Healthy Mind Platter are:  

• At the moment, what type of activities from the Healthy Mind Platter do you 

engage in with your client and how often?  

How do you think you could offer your client other activities from the Healthy Mind 

Platter and how often? 

7) Connections within the RCA-Map 

• How do you think shared-time connects with the other 3 areas of the map, 

which are communication and behaviours, inter-perception, shared 

environment and shared time?   
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Section 3: Reflections from the personal to the political  

Summary: This final subsection is composed of two parts. ‘My research journey’ offers 

a personal account in terms of learning and transformations through navigating the 

Professional Doctorate in Systemic Practice, producing the inquiry, and writing this 

dissertation. The second section called ‘Conclusion’ develops understandings and 

reflections about the wider social context of this inquiry, my practice, and my own 

positioning as a human being working with other human beings.  

 

8. My Research Journey 
 

 

8.1. From Inverness to Buenos Aires 
 

 

The afternoon is warm, and the sky is bright blue in Buenos Aires. The Spring has 

brought the purple flowers of the Jacaranda trees that fall like slow-motion rain all over 

the city. As I start writing this final chapter, I think of my partner, my friends, colleagues, 

and clients that I temporarily left behind in England so that I could  reconnect with part 

of my family who live down south. I have not been here in a long time and when that 

happens, I usually have a stream of memories from my childhood and important times 

of my life. Some days ago, I visited the neighbourhood of my old primary school and I 

remembered that many decades ago I walked around the school playground feeling 

very awkward and not being able to connect with my school peers. As a ‘queer child’, 

I felt that I did not fit in, my peers noticed this and made it clear to me that I was ‘the 

other’. 
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“I want to be normal” one of my clients with LD and autism told me a few months ago. 

And he just came to my mind in a second whilst walking through the streets of my 

childhood. In an ableist world, feeling different can be ‘very expensive’, emotionally 

speaking. As I work alongside people with autism and learning disabilities and their 

carer-workers, I feel that I am also able to heal my own wounds. I am grateful and 

privileged for that.  

 

In this last part of my journey, I bring with me the book Driving South to Inverness 

(2016), a memoir from biologist and autism expert Phoebe Caldwell. I drink my 

expresso outside an old coffee shop that ignores the current worldwide COVID-19 

pandemic. I look up at the stunning dome of the building and see how this is still an 

elegant reminder of a prosperous time in which Argentina was a melting pot and haven 

for immigration from all over the world. Caldwell talks about displacement, loss of 

identity, and the struggle to balance community and individuality as one grows old. 

She easily becomes Phoebe to me. She has been working with adults and children 

with autism for 45 years using an approach based on responding to the individual’s 

body language. Now in her eighties, Phoebe says that she has shifted from the role of 

care provider to the recipient. She talks about meditation, about becoming a sensitive 

presence for other than self. I make notes in the pages of her book and write, ‘How 

can you teach people to have empathy?’ Phoebe lives in a closed community for 

elderly people that reminds me how supported living might also work. As Phoebe 

(2016) points out, it is ‘a disparate collection of individuals gathered together in one 

place for negative reasons’ and asks herself, ‘What can we learn from our very 

different situations, when we are living in a space that we are not yet part of?’ (p.41). 
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Phoebe talks about the difference between getting to know about people and finding 

friends. I wonder if she is also talking about belonging and connecting with others.  

 

As I drink espresso after espresso, I make an invisible connection with Phoebe, from 

Inverness in the north of Scotland to Buenos Aires, in central-eastern Argentina. This 

is a distance of 7,000 miles, or 11,000km. Phoebe (2016) says that she is ‘entranced 

by the revelation of each person’ (p.55) that she works with. I smile and feel that I 

cannot agree more with her. Phoebe continues, ‘We talk so much about equality and 

valuing people, but it rarely translates as being alongside each other’. I feel sad as the 

world becomes a small place in my mind and I chitchat with Phoebe about our basic 

relational human needs of belonging and connection with others. Suddenly, the 

Jacarandas flowers start to fall again in a form of a subtle purple rain. I close my eyes 

once more, take a deep breath, and ask myself what’s happened in the last five years 

of my research journey?  

 

8.2. An intellectual adventure  

I reckon that it was in the first session of the professional doctorate programme in 

which director Dr Gail Simon asked “What moves you? What strikes you?” (Simon, 

2015) and around the same time Dr Ravi Kohli (2015) said “The thesis is a way of 

coming home to yourself”. Those questions and the statement stayed with me over 

the five and a half years’ process of my ProfDoc.  

 

Being a doctoral candidate and student of the Professional Doctorate in Systemic 

Practice at the University of Bedfordshire has been a transformative experience. 
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During the process of developing this inquiry I have developed different types of 

relationships with myself, other people, institutions, resources, and objects. I could call 

this process “Profdoc-ing” as it has been an ongoing process and by the time that I am 

writing this chapter, it is still ongoing. Profdoc-ing is a transformative process and the 

main outcome of it is learning at different levels:  

 

• In relation to myself, in terms of self-awareness, development of skills, and 

development of self-motivation within the context of my social justice values.  

• In relation to people that I have the privilege to work alongside in different 

contexts: service users, their family members, support workers, team 

managers, colleagues, psychologists, nurses, social workers, and other 

professionals.  

• In relation to the material or data produced and that which is showcased 

throughout this dissertation. It is incredible how we can become attached to our 

own ideas, isn’t it?  

• In relation to other people who I have met on this pathway: my colleagues and 

friends from the cohort as well as supervisors and examiners.   

• Finally, in relation to the environments that I have been immersed into and how 

over time some places became very familiar, such as: the university campus in 

Luton (particularly the library, its silence and its views over the city), the 

Putteridge Bury conference centre and its gardens, the talks, debates and 

laughs at the Spring or Summer Systemic Bedfordshire International School in 

cosy Ambleside, and other locations such as London and writing retreats in 

Yorkshire, Oslo and the Lake District.   

 



368 
 

Autism and Learning Disabilities: Developing a Relationship-Centred Approach for Support Workers in Social Care 
Francisco Urbistondo Cano 2021 - University of Bedfordshire - Professional Doctorate in Systemic Practice 

 

8.3. ‘ProfDoc-ing’ or my process of completing my professional doctorate   

 

As I have talked with lecturers and supervisors, when listening to colleagues, when 

listening to myself and reading and rewriting, I have been internalising that          

Profdoc-ing is not only a process that terminates with the official university programme, 

but it is a process that continues on another level. When I say that Profdoc-ing has 

been transformative, I mean that:  

 

I have learned to wait and be more patient.  

I have learned to slow down for ideas to come.  

I have learned to listen more, to watch more closely.  

I have learned to be more compassionate with others and especially with myself. 

I have learned to be more curious and appreciative. 

I have learned to be more independent from the opinions of others.  

I have certainly improved my oral and written skills in the English language.  

I have learned about training and approaches and theories about autism, learning disabilities, 

and about working and navigating complex human systems.  

I have learned to psychologise and to ‘de-psychologise’ the way I talk and the way that I write. 

I mean by ‘de-psychologise’ to speak in an accessible language whilst trying to avoid 

professional jargon and avoiding making hypotheses and assumptions about people.   

I have continued to ‘de-psychologise’ my relationship with the people I work with.  
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I have hopefully learned to write about my experiences in a creative way that other people 

might appreciate and find useful.    

I have developed and given form to a piece of work that I consider to be my contribution to the 

field of working alongside care workers and service users.  

I have participated in conferences and workshops related to my field and I am part of the 

Autism Research Hub at the University of Bedfordshire.  

As a result of my ProfDoc-ing I relate differently to the terms ‘autism’ and ‘learning disabilities’. 

By deconstructing these terms from a social constructionist perspective, I have learned to 

detach from them and foreground my working relationships with people.  

I have developed a stronger sense of social juswtice in my professional relationship with my 

clients and colleagues. I feel closer to them, and I am more emotionally available. Finally, I 

feel that I am more focused on my clients’ urgencies and priorities, and less on the descriptions 

and labels that were placed on them by the systems of health, care, and support. 

 

8.4. Key moments in ‘ProfDoc-ing’    

At this point in time, dear reader, I can say that I am proud of having completed this 

inquiry beyond three major challenges: finding time and motivation whilst working full-

time with different employers; producing an inquiry in English which is not my native 

language, and navigating the hardships of a worldwide pandemic during 2020 and 

2021. Throughout this process, I can also think about some key moments and stages:  

 

1) Developing a community of practice: I feel that I have been part of a shift from being 

a participant and a student at the PDSP to become a colleague and a friend to some 

of my peers. I was lucky and grateful to be part of a reduced group of friends with 

whom I completed the PDSP. The process involved getting to know one another with 
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lots of listening, talking, silence, writing together, and having a good time too! I feel 

that this has been a massive relational outcome for me as it gave me energy and 

motivation in the times that I needed it the most. The seminars at the university campus 

throughout the first two years and the International Systemic School were contexts 

that nurture these collaboratives and supporting relationships with other students as 

well as with teachers and lecturers.  

 

2) Feedback from external examiners to progression points: another key moment was 

receiving feedback from examiners, especially when I perceived that feedback was 

unexpected or negative. Some of the feedback helped me to detach from some of my 

writing and ideas, start over again, and take the inquiry through other pathways.  

 

3) Defining the focus of my research: I have always found that everything was 

interesting enough to focus on. But after long and hard negotiations with myself, I 

found the focus of my inquiry. Originally, I wanted to study my therapeutic work with 

my clients who have autism and learning disabilities, from a systemic perspective. This 

idea evolved to working with both support workers and clients in a collaborative way 

through an action research project. I also had in my mind the bigger complex system 

of social care and was interested in the social narratives about autism, learning 

disabilities, and disabilities in general so I wanted to conduct a discourse analysis. I 

was trying to talk about something but was not able to find the words. The idea to focus 

on a relationship-centred approach emerged from this process like a lotus flower 

emerging from mud in a lake. That was the underlying connection in which I thought it 

was important for me to make an inquiry and share this with colleagues and clients in 

our field. Finally, I decided to adopt a fiction-based approach in which I would respect 
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service users and clients’ experiences whilst at the same time portraying the 

complexities of the work involved.  

 

4) Advancing in the process of completing the doctorate: another key moment was the 

realisation that I was advancing in the completion of my doctorate with a group of 

colleagues and friends whilst other peers were finding it more difficult to continue.  

 

5) Nurturing a sense of community and professional identity: throughout my PDSP I 

feel that I have developed a deeper understanding of systemic ideas, theories, and 

practices. Although I cannot recall when that moment exactly happened, at some point 

I felt that I was part of the Systemic community beyond my profession, as systemic, 

relational, and social constructionist ideas impregnated personal spheres of my life.  

 

6) From my inner to my outer professional voice: I feel that there was another shift 

from thinking about my practice in order to develop my own critical ideas, and another 

movement when I was able to conceptualise with confronting alternative or 

complementing possibilities. Teachers and lecturers created the context for my 

confidence to build up in the sense of developing my professional voice within an 

academic context. In this sense I feel that:  

 

• I have learned to condense ideas.  

• I have learned to communicate those ideas to different audiences: academic 

activities at the ProfDoc seemed to follow a calendar linked with the seasons 

each year. Presentations to audiences seemed to happen specifically in Spring 

and Summer; writing and production in Autumn and Winter in retreats at the 
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University Library and at Putteridge Bury; meetings with colleagues from the 

cohort occurred in cities and even different countries as we met in London, 

Manchester, and Oslo.   

• I have learned to maintain and to regain connection with the material: by this I 

mean the processes of reading and writing whilst producing this inquiry, 

developing a sense of internal coherence, and developing patience when I felt 

that I was missing that sense of internal coherence.  

• I have also learned to develop changes in the way that I have produced and 

presented the material in this dissertation. The main example has been the 

production of the case examples or storyboards for support workers. Regular 

feedback from my supervisors helped me to question the format of the stories 

and the communication that I was developing with my potential audience. I 

developed the final format of the stories in storyboard through a process that 

consisted of:  

 

• Conventional text: the first attempts to write the narratives included plain 

text written across paragraphs on several pages.  

• Condensed text: further attempts to write consisted of a condensed 

version of the story that included the use of more headlines and sub- 

headlines.  

• Colour-coded text: I also explored with colour-coding different parts of 

the text and emphasising in bold, italics and underlined words.  

• Visual stories: further exploration took me to consider visual formats. I 

have been inspired by the work of Jude (2019) and how she uses 

Afrofuturism as a therapeutic frame for re-imagining alternative 
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therapeutic narratives. In this sense, I found storyboard strips that could 

be made online using the tool “storyboardthat.com”. Visual stories 

allowed me to introduce characters in specific settings and scenarios, 

customise some traits in the characters and include dialogues to 

compose visual stories. In developing the storyboards as a key 

complement to the written stories, my main challenge was to condense 

in the frames one specific moment of the interaction that I had decided 

to emphasise. At the same time, I would write a story that could 

showcase a typical scenario with a common theme while at the same 

time offering a storyline to it with a very limited amount of writing. Finally, 

I had to integrate that piece of writing or ‘micro-story’ into the wider 

narrative of a story, also known as a ‘case example’ or ‘case study’.     
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9. Conclusion:  

 

In this last section of this study, I invite you to recap whilst remembering that the aim 

of this inquiry was to develop a collection of stories that illustrate a relationship-centred 

approach for support workers in Social Care. This aim has emerged in the context of 

my practice as a counselling psychologist, systemic family therapist, care staff and 

teaching assistant working with autistics with learning disabilities and their support 

networks in different cultures, countries, and settings over a fifteen-year period.  

Developing a relationship-centred approach and illustrating it with case studies, is my 

contribution to this field, particularly filling in a gap that I have found whilst working in 

Social Care in England. This inquiry has also included the following objectives: a 

critical and appreciative analysis of current training and approaches for support 

workers of people with autism and learning disabilities; the development of a relational 

ethnography portraying fiction-based stories in which I illustrate a dialogical and 

systemic approach; the development of learning material which can be used to inform 

training curricula for care workers or for counselling psychologists and consultants to 

support care workers; the stimulation of professional debate, and an invitation to the 

examination of professional experiences in relation to supporting care workers.  
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9.1. Contributions of this study  

In order to achieve the aim and objectives, this inquiry has offered:  

1 An exploration of a ‘Spectrum of narratives’ about autism in culture and 

society: 

 
As part of self-reflexivity in practice, I have described and explained my 

understanding of current social narratives about autism. I have emphasised 

this because from a social constructionist perspective, we understand how 

society and culture constructs disability, and autism and learning disabilities in 

particular.  We understand that this impacts on how training and approaches 

are developed and delivered, and this is cascaded along to support staff. I 

argue that this is essential because how support workers think and feel about 

the individuals they are working with, will inform the care relationship with their 

clients.  

2 An ‘Ecology of Social Care’: 

 
I describe what I call an Ecology of Social Care (Figure 111), composed of the 

multiplicity of people, companies, organisations, policies, legislation, and public 

resources which interact, with the aim of supporting individuals with autism and 

learning disabilities in Social Care in England. This is relevant because I argue 

that support workers and their training and supervision are at the heart of this 

complex living human and organisational system.   
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Figure 111: An Ecology of Interrelationships in Social Care. 

 

3 A ‘low wage model’ for care workers and its possible implications:  

 
I have also explored the wider context of what it means to work as a support 

worker and I have offered some questions about the relationship between 

members of a workforce that does not seem to be valued by society, and the 

alarm raised by NHS England in relation to the overmedication of people who 

have learning disabilities, autism, or both. As anthropologist Gregory Bateson 

(1972) might have said, what is the pattern that connects… these two systemic 

issues? Are people with LD and autism being supported by untrained and 

undervalued staff, and overmedication contributes to the sedation of individuals 

who are already under trauma and distress? Future research could follow this 

chain of ideas and although it exceeds the scope of this inquiry, it has grave 

implications for people’s lives.  
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4 A series of ‘tool-box approaches’: Critical and appreciative analysis of 20 sets 

of training and approaches 

 
From a relational perspective, I have explored 20 sets of training and 

approaches (Figure 112) which are part of what could be referred to as the 

‘training market’ available for support workers and providers. I have particularly 

focused on how training and approaches seem to construct support workers as 

‘trainers’, and people with autism and LD as, often merely recipients of 

interventions and strategies that are being applied onto them as passive 

‘learners’ who are often asked to ‘comply’ or ‘cooperate’ in a clear unbalanced 

power relationship. In this sense I have offered what could be thought of as a 

complement to this in what I call a relationship-centred approach.    

 

Figure 112: A possible map from a relational perspective.  

5 Contributions from Systemic Relational and Dialogical Practices: From ‘dia-

gnosis’ to ‘flow-gnosis’ and the development of a Relationship-Centred 

Approach” 
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I have discussed and integrated some key ideas from systemic and relational 

theories and practices that I feel that are relevant to navigate the field of 

working with care staff who support autistic people with LD, and I have 

developed my own conceptualisations under the concept of what I call ‘flow-

gnosis’ as a complement to mainstream ‘diag-nosis’.  

 

I have developed a conceptual umbrella that I have termed a relationship-

centred approach. This integrates elements from current mainstream training 

and approaches for support workers, whilst foregrounding the care relationship 

as paramount. It offers practical ideas and questions for support workers to 

explore and emphasises the relational aspects of their work whilst providing 

informative learning material. I have also integrated systemic ideas to key 

concepts from other current theories and practices from psychology and 

neuroscience and developed a relational approach to training. This 

emphasises how individuals referred to as ‘service users’ and ‘support 

workers’: communicate and behave towards each other; how they perceive 

each other; how they share an environment; and how they share a specific 

amount of time. I have offered this approach as a fluid invitation to reflective 

practice that intends to empower support workers and elicit their curiosity.  The   

approach is not a fixed protocol to be prescribed, filled in, rigidly followed, or 

manualised. this is a work-in-progress and I truly hope that this study might 

inspire support workers and other professionals to develop their own ways of 

working alongside other people.   
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6 Ethical and aesthetical contribution: Developing an art-based methodology in 

Psychology 

 
I have portrayed the complexities of relational human experiences through 

fiction-based case examples that respect people’s personal stories, including 

support workers as well as service users. In a process that has emerged 

organically during this inquiry, I have developed my own and original research 

methodology combining meditation, art-based techniques, and storytelling 

through storyboards into my professional field. I have also developed my own 

and original professional practice methodology with the outcome of producing 

learning materials for care staff. This methodology is also a work-in-progress 

as I plan to further include the work with storyboards, in my training and 

supervision with support workers and service users. As Day (2014) points out, 

‘alongside the more standard evidence-based methods, we need to develop 

research that is embodied, performative and rich in order to reflect the lives of 

the people we work with’. I also hope that perhaps somebody reading this piece 

of work is inspired by this storytelling through a visual format and develops it in 

a way that becomes useful and practical for them.  

 

7 Developing the training materials in the form of case examples in a visual 

format and with accessible language 

 
I have developed fiction-based case examples as training materials that could 

also inspire further work in the field, emphasising storytelling in a visual format.  

These stories have followed a relationship ethnography approach and 
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illustrated a dialogical and systemic approach to working with support workers 

and service users. These fiction-based case examples can also inform training 

curricula for care workers, counselling psychologists and consultants to 

support care workers. 

 

My intention with developing fiction-based case examples composed of 

storyboards with characters and scenarios, was to make the stories livelier. In 

this sense, Day (2017) says that it is vital for her ‘to write in a way that 

incorporates movement to the text’ and that she needs her writing ‘to be alive 

and living’. I feel that for me this piece of work is a transformation in my practice 

in the sense of using storyboards and storytelling in my work with care staff 

and service users as well.  

 

8 Meeting criteria for quality in this study 

 
As a systemic practitioner researcher, I am researching from the position of 

practitioner-at-work. This study situated in the field of post-positivist qualitative 

research and professional practice can be judged using a criteria designed by 

Simon (2018). It includes Systemic Practice, Methodology, Situatedness, 

Relational Ethics, Relational Aesthetics, Reflexivity, Coherence, and 

Contributions. They build on existing criteria for quality developed within the 

fields of post-positivist qualitative research and professional practice research 

by embedding them in systemic practice theory, activity, and values (Simon, 

2018).  
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1. Systemic Practice: the focus of this study is on systemic practice, and it 

creatively embraces systemic theory and practice whilst portraying relational 

movements from within practice and professional judgement.  

  

2. Situatedness: my study asks, and responds to the reasons why I am doing 

this research, why now, and with what intentions? The research topic is 

illustrated with fiction-based case examples. My study offers critical knowledge 

and discussion of the literature relevant to the focus as well as systemic theory 

and ideological context. The inquiry is critically situated in relevant and 

comparative literature and contexts.  

  

3. Methodology: in this study, the methodology arises out of the practice in 

focus and is supported by systemic thinking. I offer a discussion in relation to: 

methodological framework, choice of approach, limitations and advantages, 

creating research material, and the means of reflecting upon the material. I 

discuss methodological innovation and identify criteria by which the study can 

be judged, and why.  

  

4. Relational Ethics: this study is intended to be ethics-led over method-led. I 

consider power relations, differences in lived experience, belonging and 

identity in the context of professional practice inquiry and wider socio-political 

systems. This study has a social responsibility objective with the aim of 

improving the lives of others. I am visible as a researcher; I speak in the first 

person and from within lived experience and practice relationships.   
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5. Relational Aesthetics: the presentation of this study is intended to have 

aesthetic merit. I chose a style of writing and presentational format that works 

for me, and I hope it works for the audience and for the subject. I integrate the 

discussion of the literature and stories from other sources in a specific format. 

I intend to present research writing in a style that provides readers with an 

accessible and reflexive space to make their own meaning alongside my own 

reflections. My writing intends to anticipate a systemic and non-systemic 

audience.  

  

6. Reflexivity: I intend to demonstrate that reflexivity is present as an ethical 

way of being throughout my practice and research. I show examples of self and 

relational reflexivity, local and global reflexivity. I offer a critical and reflexive 

thinking about the literature incorporated in the texts, and how this might be 

applied across different contexts.  I offer evidence of transformation in my 

thinking and practice, as well as detail about the presence and influence of 

inner and outer dialogue, thoughts in progress, observations, and feelings. 

  

7. Coherence: in all areas of research activity, I intend to offer the reflection of 

the values and relational ethics of systemic practice. These include the 

collection of material, engagement with literature and writing, as well as 

presentation of the research. I intend to offer coherence between the title, the 

research focus, and the content.  
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8. Contributions: I intend to offer evidence and discussion of how the research 

makes an original and impactful contribution to the field of systemic practice 

and systemic inquiry, to members of the public, or other professionals, 

communities, or organisations. I intend to produce a study that offers useful 

and innovative elaborations of theory for systemic practice and systemic 

practice research. Finally, I intend to produce research that takes the reader 

further in their relationship with the subject and the methodology.  

 

In terms of discussing Leavy’s (2013) set of criteria for judging fiction-based 

research, I found that my intention was to create a virtual reality in each case 

example, with which readers could resonate. Form, structure, and narrative 

compose portrayals of people with the aim of promoting empathy and 

empathetic engagement. I try to offer a level of ambiguity by opening the 

dialogues to multiple meanings and offering gaps in the narrative. By 

developing an understanding of supporting clients that emphasises the care 

relationship, my intention is to offer my contribution to my field of work. 

Although I am not a writer, I have tried to pay attention to aesthetics through 

the craft of writing. My intention is to offer my style, tone and content choices 

throughout this study and link its design choices to my target audience. 

 

9 My own research journey… and what comes next?  

 With the aim of offering transparency whilst imagining my potential reader, I 

have shared my thoughts and experiences as I went along my research 

journey, and some of its impact on my professional and personal life. The 
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process of this inquiry is almost finished. What comes next is a structured way 

of using these materials with different teams of support workers through 

learning sessions, sharing 

this inquiry with social 

workers and other 

colleagues from social care, 

and incorporating that 

feedback to this 

methodology, and taking it 

as a fluid and dynamic 

process. I also have the plan 

of adapting some of the 

content of this dissertation 

into a book for publication. 

This is a potential cover for 

that book that would be, to 

be the best of my knowledge, one of the very few publications available on the 

market which is aimed at support workers.  It would be the only book from a 

systemic dialogical and relational perspective, and the only one specialising in 

working alongside care staff who work particularly with autistic clients with 

learning disabilities. The title suggests the idea that when difficulties arise, care 

staff traditionally learn to try ‘to fix things’ to ‘apply tools’ to make change 

happen. My invitation is, as I have already described in this piece of work, to 

shift the attention from ‘fixing others’ or ‘doing things’, to being alongside others 
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and including themselves as humans who are also part of what is going on 

through a reflexive practice that foregrounds the care relationship. 

10 Learning points and proposals to the field of training support workers in social 

care 

 

In the next subsection, I will outline 10 learning points and outcomes of this study, as 

humble suggestions for further professional debate and future inquiries.  

 

9.2. Learning and outcome  

9.2.1. We can understand training as everyday life politics 

In the context of my own learning and the main outcome of this study, I argue that:  

We need, as a society, to create and facilitate contexts in which carers can perceive 

and work with people they support as human beings that are equal to them. We need 

to create, nurture, and maintain support services and places for people to belong to, 

to feel connected to, and in which supported individuals can have meaningful lives and 

supporting individuals can have meaningful jobs.  

 

As we work with and within complex human systems, we need to consider the needs 

of service users as well as the needs of support workers by understanding that training 

is related to the politics of peoples’ everyday lives. I mean politics in the sense it that 

this is about forms of power relations between individuals and the impact of that in 

their lives (Figure 113). I see meaningful training more about working at the level of 
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values, beliefs, and the actions of providers of care - and less about one-off tick-box 

interventions to comply with an organisational need for training.  

  

Figure 113: How do culture and society connect with people’s everyday lives?  

 

9.2.2. We need to decolonise training   

Most approaches and training analysed in this study about supporting autistic adults 

with learning disabilities are led by professionals and experts. I include myself in the 

category of professionals, in my role as a counselling psychologist. In applying the 

ideas in relation to colonialism (Fanon, 2004) to what counts as knowledge, could we 

think of support workers and clients becoming the ‘new natives’ and ‘the other’ in a 

knowledge that has been colonised and is disseminated by professional and university 

‘experts’? In this sense, I argue that:  

We need to continue to develop ways in which autistic people with learning disabilities 

not only participate but co-produce and even take the lead in training, approaches, 

and interventions which influence their own lives.  
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Training seems to portray a ‘generic’ understanding of autism, learning disabilities, or 

specific topics such as ‘challenging behaviours’. I also argue that we need to present 

people’s lives and difficulties instead of only focusing on general aspects of what 

society calls ‘autism’, ‘LD’, or ‘behaviours that challenge’ at this point in time.  

 

Decolonising training and approaches from medical and deficit-saturated narratives 

means also foregrounding narratives of autistic people with autism and learning 

disabilities and incorporating and valuing local knowledge of support workers who are 

often in their 40s or 50s, and bring their experiences and practical knowledge to their 

work every day.   

 

9.2.3. Valuing care workers in society    

We need to think what transformations are necessary in the Ecology of Social Care so 

that it becomes more sustainable on a human level beyond the managerial culture that 

focuses on finances and budgets. The latest census from Skills for Care (2019) 

indicates that from an estimated total of 840,000 care and support workers, almost 

43.7% (367,500 workers) are employed in learning disability and/or autism services 

and from those: 8 out of 10 are women, almost half (47%) were employed part-time, 

and the turnover rate is 29.3%, the highest in the UK economy. In this sense, I argue 

that:  

We need to value care workers as their work is very specialised, and offer them 

training and supervision, as well as better salaries. If we want to improve the quality 

of life for autistic people with learning disabilities, we need to improve the quality of life 

of their care workers as well.     
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This inquiry proposes and illustrates a relationship-centred approach that incorporates 

peer learning, reinforces the care worker identity, and promotes consultation within 

groups. In this sense, this study is aligned with the conclusions of the report developed 

by the All-Party Parliamentary Group on Social Care (2019) which states that 

professionalisation of support workers means ‘skilled both in terms of expertise and in 

relationship building’.  

 

During the coronavirus pandemic in 2020, a poll indicated that 72% of people think 

care workers are underpaid, and 65% of respondents supported an increase in income 

tax to fund a pay rise for care workers (Fawcett Society, 2020). The COVID-19 

pandemic has revealed how much society relies on frontline workers and how poorly 

they are treated (Topping, 2020). Hayes (2017b) proposes that the UK Government 

could use sectoral collective bargaining to bring benefits to social care workers and 

the people for whom they care. Collective bargaining as an industrial strategy in social 

care would mean that the voices of Britain's care workers could be heard and 

respected through a union (Hayes, 2017b).   

 

9.2.4. Revisiting the mainstream research agenda   

In the United Kingdom, mainstream autism research is focused on the biomedics of 

autism and specifically on genetics (University of Cambridge’s Autism Research 

Centre, 2020). However, people in the autism community have increasingly become 

more reluctant to participate in research and this is worrying the scientific community. 

Baron-Cohen (2018) has warned that ‘people equate autism genetics with a eugenics 

agenda’. This means that once the genes are found then it would be possible to 

identify potentially autistic babies in pregnancy and terminate those pregnancies. This 
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is what has already happened in the case of Down’s Syndrome, for example, in the 

United States almost 70% of foetuses with prenatally diagnosed Down’s syndrome are 

aborted (Kaposy, 2018). Baron-Cohen (2018) has clarified that an early detection of 

autism ‘would target only symptoms that cause disability or distress, not autism itself’, 

for example language delay or learning difficulties. Although Baron-Cohen does not 

specifically mention ‘learning disabilities’, I am assuming that there is a potential 

connection between ‘symptoms that cause disability’ and the diagnosis of autism and 

learning disability. Therefore, could potential interventions be aiming at ‘targeting’ 

foetuses with prenatally diagnosed learning disability? Baron-Cohen (2018) also 

stated that he would be ‘horrified’ at the application of science to genetic engineering 

in order to ‘normalise’ autistic people. He also argued that people with autism are 

neurologically different and that as ‘with any other kinds of diversity, such as hair, skin, 

eye colour, or sexual orientation, should be accepted for who they are’.  

 

At the time of writing this last section, the International Association for the Scientific 

Study of Intellectual and Developmental Disabilities (IASSIDD), the first and only 

world-wide group dedicated to the scientific study of intellectual disability, is organising 

the 6th IASSIDD Europe Congress. One of the two key themes of the congress is ‘New 

Eugenics’. The congress intends to explore how eugenics has taken a new form. In 

this sense, Reinders et. al (2019) analyse ‘recent developments in terminating human 

life affected by intellectual and developmental disability’, such as ‘ending the lives of 

severely disabled prematurely born infants, terminating pregnancies after positive 

outcomes of genetic screening and testing, and ending the lives of persons with IDD 

by means of euthanasia’.  



391 
 

Autism and Learning Disabilities: Developing a Relationship-Centred Approach for Support Workers in Social Care 
Francisco Urbistondo Cano 2021 - University of Bedfordshire - Professional Doctorate in Systemic Practice 

 

 

The neurodiversity movement (Nosmag, 2020) advocates for the recognition and 

legitimation of different kinds of minds, including those belonging to autistic people 

who have a learning disability. These ideas and human rights’ values claim that 

societal attention and resources should be in place in order to secure those rights and 

to improve quality of life, rather than seeking eugenic prevention. In this sense, I argue 

that:  

Research institutions could also aim at working not only in how autism is constructed 

inside the person but also outside the person, as we make sense of it in our society 

and in our culture; and how that meaning-making process impacts upon people’s 

everyday lives.  

 

In this line of idea, times seem to be changing for autism and learning disability 

research. In the UK, research charity Autistica (2021) acknowledges that there is an 

urgent need to change the fact that autistic people with learning disabilities and 

complex needs are underrepresented in research. As a result, Autistica (2021) is 

supporting a project developed by Gaigg and Remington that will provide advice and 

resources for researchers on how to include autistic individuals with complex needs in 

their research. On an international level, Schippers and Van Hove (2017) warn that 

the voices of people with disabilities need not only to be included in policy, but also in 

the practice of doing research. Changes have been happening in the United States 

also. Pellicano et. al (2018) reported a new era for autism research when the 

Interagency Autism Coordinating Committee (IACC) recommended that autism-

related funding should address efforts to improve services across the lifespan. This is 
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the result of a call that recognises the needs of autistic people living in the here-and-

now (Pellicano et al., 2013, 2014).  

 

9.2.5. Incorporating contributions from Systemic and Relational thinking and practice 

to this field  

As I have developed throughout this study, Systemic and Relational thinking and 

practices allow us to see an autistic with LD as a social person who lives in a relational 

world and to understand behaviours beyond the idea of a symptom, but also as a result 

of a relational worry in the context of the care relationship. In this sense, I argue that:  

We need to incorporate systemic and relational thinking and practice because it 

widens the scope of focus and includes the person’s significant attachments to other 

people, places, and things, as well as the impact on the person of relationships in the 

care system or ‘care relationships’ with support workers.  

 

Schippers et. al (2015) explore the concept of quality of life in policy and practice in 

intellectual disabilities and develop an integrated framework of three levels of analysis: 

systems, organisations, and individual/family living. The model explores how 

practitioners, policymakers, researchers, and other stakeholders contribute to the 

quality of life of persons with disabilities and their families. Future research could 

inquire how to transfer this model to enhancing the quality of life of support workers 

and their service users considered as a system.  
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9.2.6. ‘Warming up’ Positive Behaviour Support or a Relational Positive Behaviour 

Support  

The use of PBS is endorsed by the Department of Health and Social Care (2015), the 

Royal College of Psychiatrists (2007), the British Psychological Society (2018) and the 

Challenging Behaviour Foundation (2019) amongst other organisations. In this 

context, I am suggesting that:  

It might be relevant to complement the data that PBS gathers and uses with ‘warm 

data’ (Bateson, 2017) or information about relationships and how interactions in 

complex systems interlink. This could take the form of a relational component to PBS 

and a shift from understanding why a person behaves in a challenging way to 

understanding why a care system as a whole report ‘behaviours of concern’. Relational 

perspectives on the phenomena of ‘challenging behaviours’ would welcome human 

complexity in the context of a care relationship.  

 

Moving forward, PBS’s narratives could explore how to include the observer in their 

analysis and focus more on assessing care relationships between individuals. PBS 

states in its definition that ‘all behaviour is meaningful and that difficult behaviours are 

messages’, I could add ‘behaviours between people, and often within a care 

relationship, and in a context.’ Mainstream PBS representatives, and universities as 

well as professionals and experts, could listen to the voices that oppose the 

implementation of PBS and explore what might be learned from their critical 

perspectives. For example: the Neurodiversity manifesto suggests that groups like 

Studio 3 (Low Arousal Approaches) and AT-Autism (private consultancy company) are 
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implementing more ‘socially sensitive approaches’ (Labour Party, 2018). PBS could 

explore and possibly integrate reflexive and relational elements from these 

approaches in what could be thought of as a ‘Relational Positive Behaviour Support’. 

Fuchs and Ravoux (2019) suggest that the practical ‘doing approach’ of PBS can fit 

together with the multiple perspectives that systemic approaches bring. Applied 

Behaviour Analysis (which is the foundation in behaviourism and learning theory from 

which PBS evolved) is already working towards developing a friendlier form, one that 

is ‘more inviting’ and ‘human’ (Freedman, 2016).  

 

9.2.7. Generating new possibilities in the training market 

Training companies and organisations are usually led by professionals from education, 

health, and social care. In this sense, it seems relevant to propose that:  

Social Care could explore, co-design, support, empower, and/or financially incubate 

different types of organisations composed of people with lived experience, led by care 

workers, or government-led initiatives, such as:  

✓ Organisations led by people with lived experience and service users: only 6% 

of people with LD are in paid work and about 65% would like a job (Salman, 

2017). 

✓ Organisations led by care workers working jointly with service users: for 

example, by helping to establish community interest companies, or co-

operatives which are owned and run by their members, and they have an equal 

say in what the business does and a share in the profits (Sheppard, 2018). It 

seems interesting to point out that 10% of social firms are in the social care 

sector and as they are not-for-profit and owned by the local community. This 
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allows people to have a stake in the company, which commercial agencies 

cannot do (Smith, D., 2016).  

✓ More government-led initiatives: for example, the Greater Manchester Joint 

Training Partnership offers a platform to access training which, to some extent, 

is coproduced with people with lived experience and/or learning disabilities and 

autism. 

 

9.2.8. The bigger picture: the future of NHS and Social Care 

NHS and Social Care are already going through a period of integration (Charles et al., 

2019). In this context, I argue that:  

We need to pay attention to the bigger picture of the integration of NHS and social 

care and situate in that context the care relationship between clients and support 

workers, as well as contributions from Systemic and relational thinking and practices.  

 

In terms of the NHS, its long-term plan proposes that actions will be taken to improve 

the lives of people with learning disabilities. It states that it will tackle the causes of 

morbidity and preventable deaths in people with a LD and for autistic people including 

considering that psychotropic medicine is more likely to be inappropriately prescribed 

to people with a LD or autism (Charles et al., 2019). The plan also proposes an 

increased investment in intensive, crisis and forensic community support so that more 

people are able to receive personalised care in the community.  
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In terms of social care, the charitable organisation The King's Fund, which works to 

improve health and care in England, states that health and care organisations, local 

government and other local agencies need to work more closely together coordinating 

the services they deliver to people and working in partnership with citizens and 

communities (Charles et al., 2019). It also promotes knowledge of models and a 

framework that supports more collaborative styles of working in the context of the 

ongoing integration of NHS and Social Care. Leaders will need to be able to explore 

the style, culture, and behaviours within their organisations, together with local health 

and care systems.   

In March 2021, Chancellor Rishi Sunak announced in a speech about the government 

budget the pledge 'to keep our NHS strong' (UK Government, 2021c). However, a 'red 

book' published alongside the speech showed that the NHS budget would fall from 

£148bn in 2020-21 to £139bn in 2021-22. Health experts argued that the 'NHS, social 

care the most vulnerable in society had been betrayed' by Sunak's budget (Booth et. 

al, 2021). A day after the budget speech, the Parliament established a commission 

(UK Parliament, 2021) to develop: 1) A long-term funding solution for adult social care; 

2) To ensure the long-term stability of the sector and, 3) To explore how the social 

care market can be supported to improve innovation. Finally, the commission warned 

that the long-term economic, social and health consequences of the Covid-19 

pandemic of 2020-2021 remain uncertain (UK Parliament, 2021).  
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9.2.9. Supporting minorities within minorities  

As I have developed in section 2 of the first chapter of this thesis, there are autistics 

with learning disabilities as well as staff who are also part of other minority groups, for 

example BAME (Black, Asian, and Minority Ethnic) and LGBTQ+ people (Lesbian, 

gay, bisexual, or transgender, people with gender expressions outside traditional 

norms, including nonbinary, intersex, queer people, those questioning their gender 

identity or sexual orientation). As I have explained before in this thesis, intersectionality 

(Crenshaw, 1989) is a theory that suggests that a person who has several oppressed 

identities will have different life experiences to another person who has only one of 

those oppressed identities. For example, being a Black queer man will mean a person 

has a different experience than a Black queer autistic man with learning disabilities. In 

the context of working alongside people who are part of minorities within minorities, I 

argue that:  

Companies and organisations who provide care and support should offer a culture of 

anti-racism (Reid, 2020) and sensitivity to sexual diversity, and inclusion towards 

clients as well as support staff. Clients will benefit if support staff become their allies.  

Support staff will also benefit if they are proactively anti-racist and have information 

about sexual diversity awareness including key terms and uses of language, and 

legislation about human rights (Gendered Intelligence, 2020). Clients and support staff 

benefit will benefit in an organisational culture that promotes and awareness of a 

relational intersectionality that includes service users as well as in staff.  

 

Baxter et. al (1990) suggest that an anti-racist policy would ideally tackle 

simultaneously racism in employment and service delivery and that is vital that anti-

racial training does not take place in short one-off workshops because these are of 
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little use and can be counterproductive. Anti-racist training needs to be integral to all 

training, not treated as an unusual and special topic. The success of anti-racist training 

will also depend on the level of commitment of senior managers in confronting racism. 

Baxter et. al (1990) suggest that much training to meet the needs of multiracial service 

users has been centred around cultural information and teaching about other cultures. 

However, this risk ignoring the central issue of racism and its impact on policy, 

practices, and people's experiences. Baxter et. al (1990) warn that service providers 

must question their attitudes, otherwise a training based on the cultural information 

may stereotype people further. 

 

Racism and violence in the US led to the killing of George Floyd by a white policeman 

in the summer of 2020 (Hill et al., 2020). Anti-police brutality protests that supported 

the Black Lives Matter Movement followed across the US (Black Lives Matter Global 

Network Foundation, 2020). Demonstrations echoed in the UK where Black and 

minority ethnic groups experience discrimination and disadvantage every day, 

including in the NHS and social care (Dixon et. al, 2020). In what seems to be a 

reflection of the UK's racist justice system (Frazer-Carroll, 2020), Amnesty 

International UK as well as 100 public figures (Busby, 2020) asked the UK government 

to stop the deportation of Osime Brown, a young autistic Black man with learning 

disabilities and very high support needs, who was jailed over the robbery of a friend's 

mobile phone, a crime he says he did not commit (Busby, 2020). Minority Rights 

International (2020) argued that Osime's case exemplifies the structural and 

intersectional discrimination experienced by Black and ethnic minority persons with 

disabilities in the UK's criminal justice and immigration systems. In June 2021, Home 
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Office abandoned its plan to deport Osime to Jamaica after a campaigned that 

included the support from some members of parliament. (Taylor, 2021). 

 

9.2.10. Imagining a positive future for people with autism and LD and their support 

staff  

I feel that the tittle above is more of a question that I am asking myself and now I am 

asking you, “How can we imagine a positive future for autistic people with LD, and 

their support staff?”, “How can we continue to reimagine that future?” For a future with 

wellbeing in which clients have a fulfilling life and support workers are proud of their 

meaningful job. I argue that:  

We need to be creative, innovative, and think outside the box. By treating people as 

people, both service users and support staff, by focusing on their wellbeing and care 

relationship, we should be able to make the complex human system of social care 

more sustainable.  

 

Reimagining the future means that people with autism and learning disabilities are 

valued in society. The opposite of this seems to have happened during the Covid-19 

pandemic of 2020-2021 which brought 'shocking discrimination' for people with 

learning disabilities (Tapper, 2021). During the first and second wave of the pandemic, 

people with learning disabilities had been given 'do not resuscitate orders' (DNR) 

despite widespread condemnation of the practice and an urgent investigation by the 

care watchdog (Tapper, 2021). A DNR is a document issued and signed by a doctor 

which tells a medical team not to attempt cardiopulmonary resuscitation (CPR). DNR's 

are usually made for people who are too frail to benefit from CPR but learning disability 
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charity Mencap (2020) denounced that some fit and healthy individuals have been 

issued a DNR simply because they had a learning disability. In February 2021, almost 

a year after the covid-19 pandemic started, Mencap (2021b) urged the government to 

urgently vaccine everyone with a learning disability as a priority. A Public Health 

England study (UK Government, 2020) had found that people with a learning disability 

were six times more likely to die from covid-19 than the rest of the population. Mencap 

(2021b) denounced the fact that individuals with a mild or moderate learning disability 

were not being prioritised at all.  

 

Reimagining the future means that we value diversity, in service users as well as their 

support staff. ‘Value Diversity’ is actually the motto of the 6th IASSIDD Europe 

Congress. IASSIDD invites us to value diversity to move forward on the paths towards 

social inclusion for people with disabilities, and towards equality for all (International 

Association for the Scientific Study of Intellectual and Developmental Disabilities 

,2020).  

 

Reimagining the future means that support staff become allies of the people they are 

working alongside and that professionals from health and social care also engage with 

support workers and clients as social justice allies, in the sense of ‘support services 

becoming human rights enablers’ (Zelderloo, 2021).  

 

Reimagining the future means to challenge mainstream social narratives and 

contribute to healthier ones. In this sense, Beardon (2020) denounces a ‘pervasive 

and invidious pattern of thought, behaviour, and belief that is at the heart of a societal 
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norm, that is, in effect, destroying autistic lives’. Beardon (2020) also warns that 

current definitions of autism are disrespectful, dehumanising, and support the notion 

that autistics are somehow ‘lesser’ human beings.  

 

Reimagining the future means to amplify narratives of hope that disseminate best 

practice. Academic and social scientist Sara Ryan (2020) refers to ‘pockets of 

brilliance’, when writing and disseminating best practice across health and social care. 

Ryan (2020) who is also the mother of Connor, an autistic young man with LD who 

died under the care of an NHS Trust (Ryan, 2018), argues for a shift in the 

responsibility from activism away from mothers to a community response, to social 

justice, and urges professionals to be part of that community. We need to work with 

support workers and include them in that community response to injustice because, 

as Ryan (2020) points out, ‘It really is this simple. We are all human’.  

 

Activist and therapist Vikki Reynolds (2019) understands that our work requires us, 

‘no matter what our professional qualifications or job titles, to create relationships of 

dignity and respect across differences of privilege to meet people where they are at in 

the world. It is the task of the worker to build a bridge to meet the person’. Reynolds 

(2019) urges us to embrace our work as justice-doing and use our power to transform 

the social contexts of oppression. In this way, ‘we will work to change the real 

conditions of people's lives rather than helping them adjust to oppression’ (Reynolds, 

2019). I want to end by bringing autistic writer Charlotte Amelia Poe (2019) into the 

conversation, through her book How to be Autistic: ‘To neurotypical people reading 
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this, it's time to do your bit. You've raised awareness, that's great, we're all aware of 

autism now. But what's your next step?’ 

 

Now, I ask you dear reader, what could be our next steps as a collective, as a society, 

in relation to working with care staff who support people labelled as having autism and 

learning disabilities?  
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Appendix: Ethics forms 

 

 

 

 

 

 

 

IASR Staff and PGR Student Ethics Application Form 

 

 

• All IASR staff and PGR research student projects involving people must receive ethical approval 
via the IASR Research Institute Ethics Panel (IASR RIEP).  

 

• Ethical approval must be obtained before commencing data collection and you must abide by 
the terms of the approved ethics statement for your research. If the material circumstances of 
your research changes and unforeseen ethical issues or challenges emerge, you should seek 
further approval.  

 

• Please include any other relevant supporting documentation including consent forms, 
information sheets and research instruments (draft versions are acceptable). Ethics approval will 
not be given without review of this documentation. 

 

• Please ensure all supporting documentation is provided in a single file. All applications should 
therefore include just two files: the IASR RIEP application form AND the supporting 
documentation. 

 

• Please answer all relevant questions in terms that can be understood by a lay person and note 
that your form will be returned if incomplete. 

 

• All research conducted via IASR RIEP must comply with the Universities UK (UUK) Concordat to 
Support Research Integrity. Please read before completing this application. 

 

• The Framework for Research Ethics produced by the Economic and Social Research Council 
provides comprehensive guidance on many potential ethical issues during the complete lifecycle 
of a project and includes information and guidelines on good research conduct and governance. 

 

• PGR students should complete this form in consultation with their supervisors. Supervisors must 
sign the declaration at the end of the form. PGR applications will be not be reviewed unless 
signed by supervisors. 

https://www.beds.ac.uk/research-ref/iasr/ethics
http://www.universitiesuk.ac.uk/policy-and-analysis/reports/Pages/research-concordat.aspx
http://www.universitiesuk.ac.uk/policy-and-analysis/reports/Pages/research-concordat.aspx
http://www.esrc.ac.uk/funding/guidance-for-applicants/research-ethics/
http://esrc.org.uk/


404 
 

Autism and Learning Disabilities: Developing a Relationship-Centred Approach for Support Workers in Social Care 
Francisco Urbistondo Cano 2021 - University of Bedfordshire - Professional Doctorate in Systemic Practice 

 

 

• Please complete this form and return to Hemlata.Naranbhai@beds.ac.uk on the date specified 
in your advanced notification form to ensure timely review1. 

 

• Further information and accompanying IASR ethics guidelines can be accessed here. 
 

• Research Misconduct: Allegations of Research Misconduct against post graduate (non-taught) 
research students should be made to the Head of the Research Graduate School. Allegations 
against staff should be directed to the head of IASR.   

 
1 This form is based on ethics materials produced by Centre for expertise on child sexual abuse, 
Institute for Education and University of Sussex. 

mailto:Hemlata.Naranbhai@beds.ac.uk
https://www.beds.ac.uk/research-ref/iasr/ethics
https://www.csacentre.org.uk/about-us/research-ethics-committee/
http://www.ucl.ac.uk/srs/research-ethics-committee/pages/ioe
http://www.sussex.ac.uk/staff/research/governance/apply
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Not all research at IASR can be ethically approved solely by the RIEP. Proposals may also be referred 

to the University Research Ethics Committee (UREC) for review if they: 

 

• do not conform to general research principles 

• involve complex or novel research designs with unique or uncommon ethical dilemmas 

• potentially involve reputational risk to the University 

• fall under the University’s Prevent Duty or 

• involve multidisciplinary or interdisciplinary research  
 

Following ethical approval by RIEP, some research will also be subject to ethical scrutiny by other 

specialist ethical committees. In general, you should only apply for external ethical approval after 

your proposal has been approved and you have been given ethical approval by RIEP and/or UREC. 

The following list includes some of the key organisations in the human services that have their own 

ethical review processes, but there may be others. It is your responsibility to ascertain all additional 

approvals required before undertaking your research.  

 

• Research that involves NHS organisations in England where the NHS organisation has a duty of 
care to participants, either as patients/service users or NHS staff/volunteer must be approved 
via the Health Research Authority (HRA) Research Ethics Committees. See http://www.hra-
decisiontools.org.uk/ethics/ to see if your research needs NHS ethical approval and print out the 
final statement outcome to submit as part of your IASR RIEP ethics application. If researching 
health patients in another country, additional ethical approval from a parallel committee may be 
required. 
 

• Social care research funded by the Department of Health requiring review by the Social Care 
Research Ethics Committee or parallel committee if research is taking place in another country. 
 

Under the Mental Capacity Act 2005 (MCA 2005) any research that proposes to involve the 

recruitment of participants aged 16 and above who lack capacity to consent to take part in the 

research or who later lose capacity during the research must have ethical approval by a 

recognised appropriate body such as the Social Care Research Ethics Committee. 

 

• The Association for the Directors of Children’s Services (ADCS) research group considers 
applications for research involving local authority children’s services departments. See 
http://adcs.org.uk/general/research for guidance on submitting your application. Please check 
for parallel committee if research is taking place in another country. 
 

• Research which involves people, and which is funded or sponsored by the Ministry of Defence 
(MOD) must secure approval from the MOD Research Ethics Committee or parallel committee if 
taking place in another country.   
 

• Research that involves prisons, youth offending or probation services requires approval through 
the Her Majesty’s Prison and Probation Service or HRA REC committee or parallel committee if 

https://www.hra.nhs.uk/
http://www.hra-decisiontools.org.uk/ethics/
http://www.hra-decisiontools.org.uk/ethics/
https://www.hra.nhs.uk/approvals-amendments/what-approvals-do-i-need/research-ethics-committee-review/
https://www.hra.nhs.uk/approvals-amendments/what-approvals-do-i-need/research-ethics-committee-review/
https://www.hra.nhs.uk/approvals-amendments/what-approvals-do-i-need/research-ethics-committee-review/
http://adcs.org.uk/general/research
https://www.gov.uk/government/groups/ministry-of-defence-research-ethics-committees
https://www.gov.uk/government/organisations/her-majestys-prison-and-probation-service/about/research
https://www.hra.nhs.uk/planning-and-improving-research/policies-standards-legislation/prison-research/
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taking place in another country.   
 

• Local authorities and other organisations may also have their own research governance 
arrangements where approval will be required before data collection commences. 

 

Approval processes via two or more research governance arrangements may result in multiple and 

conflicting requests to amend aspects of the research process. In this event, please contact the IASR 

RIEP to discuss recommendations and agree how to manage conflicting feedback appropriately. 

 

• Please forward any external approvals received to Hemlata.Naranbhai@beds.ac.uk 
  

mailto:Hemlata.Naranbhai@beds.ac.uk
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Office use only 

IASR reference number  

 

Section 1: Contact details 

Name: Francisco Javier Urbistondo Cano 

Contact number/s: 07554563030 

Email address: francisco.urbistondocano@study.beds.ac.uk 

 

Section 2: Project details 

Project title: Autism and Learning Disabilities: Developing a Relationship 

Centred Approach for Support Workers in Social Care 

Project start date: 1/1/2020 

Project end date: 4/9/2020 

 

Specify which professional code of ethics will be adhered to for this research:  

The British Psychological Society (BPS) Code of Ethics and Conduct which is the body that 

regulates my role as a Counselling Psychologist.  

 

Is your research funded 

externally e.g. Department of 

Health (If yes, please attach 

proposal) 

 Yes 

 No 

If yes, please name funder: 

      

 

Is this application a continuation of 

a research project that has already 

received ethical approval? 

 Yes 

 No 

If yes, provide details below including the ethics 

reference number: 

      

 

Will your fieldwork be conducted 

overseas?  

 

Staff: If yes, please ensure that 

you have read and comply with 

 Yes 

 No 

If yes, provide details of countries where 

fieldwork will be undertaken: 
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UoB’s policy on conducting 

business abroad and have 

obtained insurance via UMAL (the 

University’s insurers). 

 

Students: If yes, you must check 
your research is fully covered 
by the university and your 
employer’s or own professional 
indemnity insurance.  

 

Does your research require 

approval from an ethics or 

research governance committee 

external to the IASR RIEP? 

 

In general, this should only be 

sought after internal RIEP ethical 

approval has been given. 

 Yes 

 No 

 

If yes, please list all relevant bodies:      

 

 

Do you think that your 

application requires additional 

approval by University Research 

Ethics Committee (UREC)? (see 

above guidance to determine if 

your proposal may be subject to 

UREC approval) 

 

 Yes 

 No 

 Unsure 

If yes, please explain why you think referral to 

UREC is required:      

 

 

Section 3: About you 

Staff:  Yes  No 

Principal investigator (PI):       

Co-Investigator/Partners/ 

Collaborators 

      

PGR student:  Yes  No 

 

Staff details: 

https://www.beds.ac.uk/about-us/our-university/foi/policies/travel
https://www.beds.ac.uk/about-us/our-university/foi/policies/travel
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Staff role:       

Research Centre e.g. Tilda 

Goldberg Centre (if applicable): 

      

Research group e.g. Forced 

migration (if applicable): 

      

 

Research degree: 

Professional Doctorate in Children and Young People's Services 

(PDCYPS): 

 

Professional Doctorate in Systemic Practice (PDSP):  

MPhil/Ph.D.:  

MSc by Research  

Supervisor name/s:       

 

Section 4: About your research 

 

4a. Research methods summary (tick all that apply) 

  Interviews 

  Focus groups 

  Questionnaires 

  Participatory research 

  Action research 

  Practitioner research 

  Observation 

   Ethnography 

  Covert research 

  Case studies 

  Controlled trial/other intervention 

  Use of personal records e.g. case file review 

  Secondary analysis of data 

  Advisory/consultation 

  Literature/systematic review 

  Other, please give details:       

 

  

 

Please describe the aims and objectives of your research (max. 200-300 words):  

1. To develop a relational responsive critique of current training approaches and materials 

for support workers of people with autism and learning disabilities.  
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2. To illustrate a relational approach for support workers by creating detailed case 

examples with fictional characters and composite scenarios that I can use as training 

material with support workers. 

3. To develop reflective questions in relation to the case examples that can potentially help 

care workers to become more reflexive and curious about their own and people’s 

responses in the context of their work with clients with autism and learning disabilities. 

 

What are the key research questions:  

• How can I develop training materials for a relationship centred approach 

for support workers in social care working with people with autism and 

learning disabilities?  

 

 

What data collection methods will you use? (please summarise in bullets): 

I will be generating case examples with fictional characters and composite scenarios (Ellis & 

Bochner, 2000; Ellis, 2004; Leavy, 2013; Richardson, 2000) typical of common situations drawn 

out of learning episodes that I have encountered in the course of my personal and professional 

life between 2005 and 2019 and across different countries and work settings in Argentina, 

Mexico, Spain and England. They will not be based on episodes or people in my current 

workplace.  

 

 

4b. Research participants (tick all that apply) 

  Early years 

  Ages 5-11 

  Ages 12-16 

  Young aged 17-18 

  Adults (please specific below) 

  Unknown (please specific below): There are 

not participants in this study. 

 

Does your research require approval from “gatekeepers” to 

access participants? 

 Yes 

 No 

If yes, please list relevant “gatekeepers” and explain how approval will be managed (for 

example, processes/applications required; service level agreements; etc.): 
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How will participants be recruited (please summarise in bullet points):  

N/A 

 

4c. Disclosure and Barring Service check 

If you are planning to carry out research in schools, or if your research will bring you into 

contact with children and young people under the age of 18, or adults classed as vulnerable, 

you will need to have a Disclosure and Barring Service (DBS) check and/or equivalent abroad 

before you start data collection. 

Have/will the researchers require 

a DBS check? 

 Yes 

 No 

Please record DBS number of each researcher and date of issue: 

Name:       DBS no.       Date of issue:       

Name:       DBS no.       Date of issue:       

Name:       DBS no.       Date of issue:       

Name:       DBS no.       Date of issue:       

Name:       DBS no.       Date of issue:       

 

4d. Secondary data analysis (please complete for all secondary analysis) 

Name of dataset/s N/A 

Owner of dataset/s N/A 

 

Are the data in the public 

domain? 

 Yes 

 No 

 

If no, do you have the 

owner’s 

permission/license? 

 Yes 

 No 

 

Are the data anonymised?  Yes 

 No 

 If applicable, do you plan to 

anonymise the data? 

 Yes 

 No 

 Do you plan to use individual 

level data?   

 Yes 

 No 

 Will you be linking data to 

individuals? 

 Yes 
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 No 

 

Do you plan to collect sensitive 

personal data (GDPR definition)? 

 

The GDPR definition of sensitive 

personal data includes: ethnic 

origin; political opinions; religious 

beliefs or other beliefs of a similar 

nature; trade union membership; 

physical or mental health or 

condition; sexual life; genetic; and 

biometric information. 

 Yes 

 No 

 

If yes, please list: 

      

Will you be conducting analysis 

within the remit it was originally 

collected for? 

 Yes 

 No 

N/A  

If yes, please explain original 

consent processes: 

      

If no, was consent gained from 

participants for subsequent/future 

analysis? 

 Yes 

 No 

If yes, please explain consent 

processes: 

      

If no, was data collected prior to 

ethics approval process? 

 Yes 

 No 

 

4e. Security-sensitive material 

Security sensitive research includes: commissioned by the military; commissioned under an EU 

security call; involves the acquisition of security clearances; concerns terrorist or extreme 

groups.  

 

NB: Research involving security-sensitive material will be subject to review by UREC. 

 

Will your project consider or encounter security-sensitive 

material? 

 Yes 

 No 

https://ico.org.uk/for-organisations/guide-to-the-general-data-protection-regulation-gdpr/key-definitions/
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Will you be visiting websites associated with extreme or 

terrorist organisations? 

 Yes 

 No 

Will you be storing or transmitting any materials that could be 

interpreted as promoting or endorsing terrorist acts? 

 Yes 

 No 

 

Section 5: Ethical issues 

Please state clearly the ethical issues which may arise in the course of this research and how 

will they be addressed. All issues that apply should be addressed. Some examples are given 

below. 

 

5a. Participation and informed consent 

Please state clearly the ethical issues which may arise in the course of this research and how 

will they be addressed. All issues that may apply should be addressed. 

Does the study involve children (anyone under 18 years), 

potentially vulnerable participants or those who are unable to 

give informed consent? 

 Yes 

 No 

 

Are participants volunteering to participate in the research?  Yes 

 No  

N/A  

If yes, how will you inform participants about the research and gain their informed consent to 

participate? 

N/A  

If you do not intend to gain informed consent, please explain why: 

N/A  

From whom will consent be sought and how will it be given?  

N/A  

 

Will any rewards such as tokens to say “thank you” be offered 

for participation? 

 Yes 

 No 

Please provide details of any rewards for participation and why you think this appropriate.  

N/A  
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Do you see any risks to voluntary participation (e.g. that this might be experienced as coercive) 

and what steps are being taken to reduce such risks): 

N/A  

 

Are participants able to withdraw consent during the life of 

the research? 

 Yes 

 No  

N/A 

Please provide details of how withdrawal of consent will be communicated to participants and 

details of any restrictions on withdrawal (e.g. timeframes):  

N/A  

 

Will participants be required to take part in the study without 

their consent or knowledge at the time (e.g. covert 

observation of people in non-public places), and / or will 

deception of any sort be used? 

 Yes 

 No 

N/A  

 

 

Will data be retained for future research purposes? Please 

note that under GDPR data should not be retained indefinitely. 

 Yes 

 No 

N/A 

If yes, what are the proposed purposes and how will you gain informed consent from 

participants? 

      

 

5b. Confidentiality and anonymity 

What are the boundaries of confidentiality and how will this be explained to participants? For 

example, how will safeguarding procedures be explained?  

The composite case examples in my study are not based on real people but typical scenarios with 

fictitious/symbolic characters not intended to represent any people I have known. I will include 

a statement to this effect in my dissertation and any publications arising from it.  

 

Are data/will data be anonymised?   Yes 

 No 
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N/A 

If yes, how will this be explained to participants? 

There are no participants. Case examples will be using fictional characters and composite 

scenarios which maybe familiar to members of the public but not representing any individuals 

and this will be stated clearly in my thesis.  

If no, how will you ensure anonymity of participants is ensured? 

When I am developing case examples, I will be conscientious in ensuring that I am not 

inadvertently describing any specific people, episodes or places.  

 

Will lists of identity numbers or pseudonyms linked to names 

and/or addresses be stored securely and separately from the 

research data? 

 Yes 

 No 

N/A 

If yes, where and how will this be stored? 

      

 

5c. Safeguarding in the research context 

How will you respond to any safeguarding issues that arise through the research? Please 

explain your safeguarding procedure for the protection of children, young people or adults at 

risk of significant harm identified during research: 

N/A 

 

5d. Researching sensitive topics 

Will the study be exploring sensitive topics (e.g. sexual activity, 

drug use, ethnicity, political behaviour, potentially illegal 

activities)? 

 Yes 

 No 

Please provide an outline describing the sensitive topics covered and what steps you will take 

to ensure to recognise, reduce and respond to the potential to cause distress to participants. 

 

 

Is there any risk to the physical safety of participants involved 

in this study? 

 Yes 

 No 

N/A 
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Please outline any risks in how participants are contacted and what practical steps will be taken 

to minimise the risk? 

N/A 

 

Are appropriate personal and confidential support services in 

place to support participants? 

 Yes 

 No 

N/A 

Please detail the support services available to participants. Please any outline immediate and 

longer-term support needs. 

N/A 

 

5e. Involving people with lived experiences/ service users 

 

Does your research focus explicitly on people with lived 

experiences/service users?   

 

 Yes 

 No 

 

If yes, please describe the way you have involved people with lived experiences/ service users 

in your research/ evaluation, including how you will involve them in the conduct of the study 

and in dissemination and implementation of findings: 

      

If your research/evaluation focuses on people with lived experiences/service users or 

practitioners and you are NOT directly involving them, please justify/explain your reasoning:   

My research focuses on developing a relationship centred approach for support workers. As I am 

using fictional characters and composite case scenarios which are not based on any real people 

there are no participants to consider here.  

 

5f. Data protection and security (please ensure that you include all hard and electronic data 

when completing this section) 

Do you plan to collect sensitive personal data (GDPR 

definition)? 

 

The GDPR definition of sensitive personal data includes: ethnic 

origin; political opinions; religious beliefs or other beliefs of a 

similar nature; trade union membership; physical or mental 

 Yes 

 No 

If yes, please list: 

      

https://ico.org.uk/for-organisations/guide-to-the-general-data-protection-regulation-gdpr/key-definitions/
https://ico.org.uk/for-organisations/guide-to-the-general-data-protection-regulation-gdpr/key-definitions/
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health or condition; sexual life; genetic; and biometric 

information. 

What steps have you taken to ensure that only sensitive data which is essential to the research 

are collected? 

N/A 

 

To prevent accidental disclosure of data, how and where will the data be stored both during 

and after the research – e.g. by encryption of data on laptops and memory sticks, password 

protected documents and folders, not taking printed confidential materials out of premises, 

storing files in locked cabinets in locked rooms? 

N/A 

 

Who will have access to the data both during and after the study? This includes, for example, 

transcribers.? 

N/A  

What steps have you taken to ensure that data access and any transfer of data is secure? 

I will develop a series of case examples of common situations inspired from working across 

different settings and with different people. I will utilise those themes as my main materials to 

write the fictional characters and composite scenarios. No personal data is being used.   

 

 

Will data be archived for use by 

other researchers? 

 Yes 

 No 

 

If yes, please provide details:       

 

 

Will personal data be processed 

or be sent outside the European 

Economic Area? 

 Yes 

 No 

 

If yes, please confirm that there are adequate 

levels of protections in compliance with the 

GDPR and state what these arrangements are: 

       

 

5g. Research outside the UK 

If the work involves data 

collection outside the UK, are 

there any special ethical issues 

 Yes 

 No 

N/A 

If yes, please outline and steps taken to 

address issues arising:       
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arising because of the country/ies 

where the work takes place? 

 

Is this your normal place of work/ 

residence? 

 

If not, have you carried a full risk 

assessment as per UoB policy?  

 

 Yes 

 No 

 

 Yes 

 No 

 

If yes, attach full risk assessment. 

 

Are there additional 

permissions/authorisations that need 

to be obtained? This includes any 

local ethics approvals. 

 

 Yes 

 No 

 

If yes, please list:       

 

 

5h. Researcher well-being and safety 

Have any potential physical 

and/or psychological harm to 

researchers, for example, lone 

working? 

 Yes 

 No 

 

If yes, please outline the practical steps to be 

followed to minimise risk of physical and 

psychological harm to researchers:        

      

 

If relevant, have appropriate 

personal and confidential support 

services been put in place to 

support research staff 

undertaking the research? 

 Yes 

 No 

N/A 

 

If yes, please detail the support services 

available to researchers:       

 

      

 

 

https://www.beds.ac.uk/about-us/our-university/foi/policies/travel
https://www.beds.ac.uk/about-us/our-university/foi/policies/travel
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5i. Complaints 

Is it clear who any complaints 

raised by research participants 

should be directed to? (In the 

case of PGR students, this is 

normally your supervisor) 

 Yes 

 No 

N/A 

Please provide details of the complaints 

processes and include via the information 

sheets -  e.g. who should participants contact 

in the event of a complaint?       

 

 

      

 

 

5j. On-going review 

Do you have internal research 

governance procedures in place 

to monitor and review progress 

of any research ethical challenges 

if and when they arise within the 

research? 

 Yes 

 No 

 

Please outline on-going review processes to 

ensure research is conducted in line with 

university ethics policy and maintain research 

integrity e.g. regular research supervision? 

Regular doctoral research supervision.  

 

Any significant changes to research design that require further ethical approval should be 

submitted via the IASR RIEP form “change of research design that requires ethical approval”. 

 

 

5k. Publication and dissemination activities 

Who will you inform about the findings of the research, and how? 

I will disseminate the findings of my study with support workers in social care across NHS and 

social care trust and at conferences. I will use the stories as learning materials as part of the 

training component of my work which takes place with social care workers, counselling and 

clinical psychologists. I will write articles in social care, disability studies, and systemic and 

relational journals.  

 

Will you feedback to participants 

about the findings? 

 Yes 

 No 

N/A 

If so how will this be done?      
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5l. Other ethical issues 

Are there any other ethical issues pertinent to your project that are not covered by the 

questions above? Please state them clearly and how will they be addressed during the course of 

the research. 

NO 

 

Section 6: Attachments: Please attach the following items to the form or explain if not 

attached. Please note that incomplete forms will be returned. 

Information sheets, consent forms 

and other materials to be used to 

inform potential participants 

about the research. 

 Yes 

 No 

 

Please list attachments below      

Research materials, interview 

schedules, questionnaires etc. 

 Yes 

 No 

 

Please list attachments below      

If applicable: 

External Research Ethics Committee approval letter  

One-page summary of the proposal for PGR students, evidence 

the proposal has been approved by PGR Supervisors. 

 

Contracts or agreements with relevant gatekeepers, services, 

etc. 

 

Full risk assessment  

 

Section 7: Declaration 

I confirm that to the best of my knowledge the information in this form is correct and that this 

is a full description of the ethical issues that may arise in the course of this project. 

 

I understand that I cannot begin any fieldwork until the application referred to in this form has 

been approved by all relevant parties. I agree to carry out the research in the manner specified. 

If I make any changes to the approved method I will seek further ethical approval for any 

changes. 
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Signature: Francisco Javier Urbistondo Cano 

Date: 6/12/2019 

 

Signature of doctoral 

supervisor/Director of Studies: 

Dr. Gail Simon 

Date: 6/12/2019 

 

Note to supervisors: Signing this form certifies that in your opinion, the project described here 

is ethical under university and IASR guidelines. Do NOT sign if you are unsure or if the student 

has not attached complete details of the research design and methodology. 

 

Submission of applications 

Please save this form as word document using the following convention: 

 

Applicantsurname_IASR_RIEPapp_MMMYY.doc (eg Ahmed_IASR_RIEPapp_Feb18) 

 

Forward electronic copy of this form to: hemlata.naranbhai@beds.ac.uk clearly stating ‘Ethics 

Approval Application’ and include your surname. 

 

 

Timescales 

The ethical review process takes a minimum of 4 weeks. Any amendments that need to be 

made by the applicant after initial review will add to this time period. If approval from UREC is 

required, this may extend the timeline. Please ensure that you allow ample time for ethical 

clearance. 

 

Please note that the above are guidelines for response times which will vary depending on the 

quality of the application and the number of applications being processed.  

 

All applications are assessed prior to forwarding to the RIEP and incomplete applications will 

be returned for further detail. 

 

 

Decisions 

mailto:hemlata.naranbhai@beds.ac.uk
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Approved (no conditions): The research is fully approved and can commence immediately 

(subject to any additional, external approvals required, such as ADCS – see guidance above). 

 

Approved with minor advice to applicant for consideration (but there is no requirement to 

resubmit): The application is approved but reviewers have offered some helpful advice that the 

applicant may want to consider with their team (if staff member) or supervisor (if student) 

 

Conditional: The application needs further work, raises concerns or is incomplete and needs 

revision and resubmission to RIEP.  Research may not commence until this occurs and formal 

approval from RIEP is given. 

 

Unsuccessful: The application is considered to raise fundamental concerns that means it 

cannot be approved. 
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