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ARTICL E INFO  

Introduction 

An international change in disability policy and 

practice, often referred to as ‘personalisation’, has 

influenced how paid support is being delivered to 

people with disabilities. Personalisation is aimed at 

placing people with disabilities at the centre of 

decision-making about their lives to promote self-

determination and independence in terms of how and 

where they want to live (Beresford, 2008; Fawcett & 

Plath, 2014). One of the support models consistent 

with this thinking is the personal budget model. A 

personal budget usually consists of a certain amount 

of money that is allocated to a person with disability 

based on an assessment of their needs. One of the 

intentions of this model is to empower the service 

user by enabling choice about how their money is 

spent and how the support is delivered. One type of 

support that can be purchased to help the person 

achieve this kind of independence is support work.  

A support worker may assist with personal care; 

help the person get changed and dressed, or stay  

 

overnight and sleep in the person’s home. This can 

lead to a blurring of professional tasks and home 

location, and may influence the way people relate to 

each other (Rogers, 2009). Some work has been done 

on how personal budget policies create different 

types of support work relationships (Christensen, 

2012; Guldvik, 2014; Leece, 2010; Leece & Peace, 

2010; Yamaki & Yamazaki, 2004). However, it 

remains largely unexplored how the current social 

policy context of support work affects the lived 

experience of both people in the relationship with 

each other. This research note introduces ongoing 

PhD research that aims to address this gap by 

answering two research questions:  

 How are people with intellectual disabilities in 

receipt of a personal budget and their support 

workers experiencing their relationships with 

each other?  

 How have the lived experiences of people with 

intellectual disabilities and their support workers 
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in their relationships with each other been 

influenced by personal budget policies organising 

support work?  

This research note critically engages with 

conceptual literature on policies of personal budgets, 

support work, and support work relationships. On this 

basis it suggests a conceptual framework for this 

research project to explore the nature of relationships 

between people with intellectual disabilities and their 

support workers within the contemporary social 

policy context of support work. It proposes a 

methodological approach, Institutional Ethnography 

(IE) to study both research questions in two different 

countries, Germany and Australia, and discusses how 

this could be applied. 

 

Background and conceptual framework 

Personal budgets policies and support work 

The policies of personalisation are rooted in ideas 

about the persons with disability’s independence, 

which is to be increased by giving them more choice 

and control in relation to their support (Christensen & 

Pilling, 2014). A reform that derived from the 

policies of personalisation was the introduction of 

personal budgets. A personal budget (also known as 

self-directed support or cash-for-care) can be a sum 

of money allocated to a person with disability with 

information about what resources and services he or 

she is entitled to use (Beresford, 2008; Glendinning 

et al., 2008). One of the intentions of personal 

budgets is to put the person who receives support in 

the role of a costumer who should have the option of 

choosing and controlling the purchase of his or her 

support services (Christensen, 2010; Ellis, 2007; 

Glendinning et al., 2008). Empowering the recipient 

of support in this process is designed to mean “in 

principle that the power relation between the service 

user and the care worker is turned upside down” 

(Guldvik, 2014, p. 147). However, not all people with 

disabilities feel empowered by utilising a personal 

budget. Many recipients with intellectual disabilities 

and their families feel discouraged by the complexity 

and bureaucracy associated with this fairly new 

service system and still prefer using a service option 

that allows less control over how support (and 

funding) is managed (Metzler et al., 2007). 

People in receipt of a personal budget sometimes 

have the option of employing a support worker. A 

support worker is a direct support professional who 

provides assistance on a daily, weekly, or monthly 

basis in helping a person with disability to acquire 

independent living skills, such as housework, 

cooking, shopping, making decisions and using 

public transport (Fisher & Byrne, 2012). Being in 

control of this support is meant to promote freedom 

and self-respect of the person with disability, rather 

than making them feel dependent on support from 

family or workers (Shakespeare, 2014). While the 

conditions of support work can vary depending, for 

example, on the policies of the organisation that 

employs the support worker, they generally require 

support workers to work with people with disabilities 

in their homes and places of work, on the latters’ 

terms (Kelly, 2011). Some disability researchers 

challenge the personal budget model as it may create 

working conditions where it is difficult to prevent 

exploitation of support workers or abuse of the 

person with disability due to the greater difficulty of 

monitoring the relationship (Guldvik, 2014; Kelly, 

2011; Shakespeare, 2014; Watson et al., 2004). In 

contrast, Ungerson (2003) argues that the provision 

of support in the domestic domain, such as the home 

of the person with disability, may create an 

opportunity for the development of a more 

affectionate relationship between support worker and 
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the person with disability. The environments of 

support work relationships will be considered in this 

study as I plan to conduct participant observations 

with support worker-person with intellectual 

disability dyads. 

The nature of support work relationships  

I intend to further explore the paid support work 

relationship in my PhD study. It is not a relationship 

between a person with intellectual disability and a 

familial caregiver who manages the personal budget 

on the former’s behalf for example. It is a 

relationship that comes into being through the 

personal budget arrangement. Often support workers 

are expected to set ‘professional boundaries’ that are 

sometimes suggested in the policies of the 

organisations that employ them (e.g. Antaki et al., 

2007; Christensen, 2010, 2012; Kittay, 2009). For 

example, a support worker may not be expected to 

share their personal contact details with a person with 

intellectual disability according to specific policy 

guidelines or an ethical code of conduct of an 

organisation. This raises the question of whether such 

guidelines are still relevant to both people in a 

support work relationship based on personal budget 

arrangements and if it is appropriate to follow them.  

Christensen conducted a comparative analysis of 

personal budget systems and support work 

relationships in the UK and Norway (e.g. 2009, 2010, 

2012;  Christensen & Guldvik, 2014; Christensen et 

al., 2013;  Christensen & Pilling 2014). She found 

three types of relationships between the support 

worker and the person with intellectual disability. 

She characterised the first as a ‘professional 

friendship’ which stressed the professional 

boundaries to the relationship set by employment 

contracts and formal regulations; the second as a 

‘solidarity-based companionship’ which was 

characterised by an emotional bond between both 

people; and the third as a care master-servant model, 

where the master (person with disability) had the 

power to get things done the way he or she wanted. 

On this basis, Christensen identified two key themes 

of relationships in her dataset, power and 

emotionalism. The structure of power can provide 

information about the hierarchy of relationships, 

whereas emotionalism can be explored through the 

character of the interaction between support worker 

and person with intellectual disability and the ways 

they care about each other. These themes will be 

important to consider in this research study. I may 

include people with intellectual disabilities who have 

communication support needs and use non-verbal 

communication symbols in addition to spoken 

language. The character of interaction between both 

persons can be studied by observing their 

communicative behaviours within relationships and 

talking to them about it. Understanding and exploring 

how they exchange and reveal information about 

themselves in relation with each other will form part 

of the investigation of my PhD study. 

Rogers (2007, 2009) and Kelly (2013) both use an 

auto-ethnographic approach and draw on their 

personal experience of being disability support 

workers. They try to understand their past 

experiences where personal and professional aspects 

of their relationships seemed to slide into one 

another. Rogers (2009) questions how a person with 

intellectual disability might feel when he or she has a 

live-in support worker and this might be the only 

person who is close to them. In her reflexive account 

(2009, p. 277) she reveals that she befriended Sam, a 

man with intellectual disabilities, who she feels 

misread their relationship when she was his live-in 

support worker: “After a year ago or so… our 

relationship changed forever. I was … in the kitchen 
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with Sam. The 6-foot man grabbed the waist-band of 

my trousers clear in his intention to undress me.” 

Rogers explains that she felt ‘shaken’ at first, left the 

place, and withdrew from the relationship. After a 

while, she tried to talk to Sam, but realised that the 

relationship had become more difficult, and felt like a 

‘break-up’. With respect to my study, it is important 

to keep in mind that people can place their own 

meanings on the support work relationship. They can 

become sexually attracted to the other and this can 

influence the development of their relationship to a 

certain degree.  

Kelly (2013) sheds light on the awkwardness of a 

particular situation by reflecting on her relationship 

with a male friend who has a physical disability, and 

whom she supports occasionally by helping him eat 

or use the washroom. She explains that her friend is 

aware of her vulnerability to exploitation and abuse, 

and is sensitive to the risk of crossing her boundaries. 

However, she also identifies a feeling of weirdness, 

embarrassment, and discomfort within herself when 

she recalls the following situation, where she tried to 

help her friend use the washroom: “Inside the 

cramped public bathroom stall my social discomfort 

was palpable as I grasped for appropriate body 

language and conversation within this space” (Kelly 

2013, p. 791). Her situation raises questions about 

whether she felt uncomfortable because she was a 

female support worker helping a male person with 

disability in a public toilet or whether it was the 

awareness of their personal friendship while 

engaging with the man as if he was her client. In this 

study I seek to understand how men and women 

relate to each other in support work relationships and 

will also include reflexive elements in my thesis. This 

will form part of the ethnographic methodology I will 

use in this study.  

Methodological approach 

In this PhD study I will use Institutional Ethnography 

(IE), a methodology developed by the Canadian 

sociologist Dorothy Smith in the 1980s (e.g. Smith, 

1987, 1990, 2005). IE examines local phenomena 

with the aim of understanding how these are shaped 

by larger power relations (Slade, 2010). The local 

phenomena within my study will be the lived 

experiences of support workers and people with 

intellectual disabilities in relation to each other. I aim 

to understand how these local phenomena are shaped 

by larger power relations, including the ways support 

is organised through policies of personal budgets. 

The ‘institution’ analysed in IE is not one 

organisation (such as government, corporation, the 

media, and academic discourses), but rather the work 

of several seemingly disconnected organisations that 

form the ‘ruling relations’ (Slade, 2010; Smith, 

2005). IE assumes that relations do not dominate, but 

rather influence the local experiences of those who 

live the experience. 

Critical reflexivity is an important part of 

ethnographic research and can assist in understanding 

and examining one’s own reactions to situations. It 

can also help me manage my own subjectivity within 

the research process (Etherington, 2004, 2007). I 

have been writing reflections into an online journal 

since the beginning of this study. The reflections 

focused on my personal experiences and perceptions 

about the social world, values and beliefs concerning 

relationships in general, and my past experiences of 

being a disability support worker and being in 

support work relationships. By sharpening the 

awareness of my own experiences, I might find it 

easier to ‘leave them behind’ and place the focus on 

the experiences of both people in the relationship. 

This process might help me to ‘surrender’ myself to 
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the spaces in which support workers and persons with 

intellectual disabilities encounter one another.  

Although personal budgets have been introduced 

in many countries, the ways they have been 

implemented varies in each. In order to examine the 

significance of such varied arrangements, this 

research study will focus on the contemporary 

context of support work in Germany and Australia 

and its influence on the lived experience of support 

workers and people with intellectual disabilities. By 

understanding this context in both countries, this 

study aims to contribute to new understandings of 

how it is linked and related to the felt experience of 

both people within the support work relationship. 

 

Discussion 

Previous studies have focused on either the nature of 

support relationships (e.g. Kelly, 2011; Rogers, 2009; 

Shakespeare, 2014) or the policies that create new 

types of relationships (e.g. Christensen, 2012; 

Ungerson, 2003). The former have focused on the 

experience and feelings of people in these 

relationships, but didn’t specifically aim to 

understand how these experiences might be 

influenced by specific policies. The latter explored 

the connection between personal budget policies and 

the conditions it creates for support work 

relationships, but were limited in that they did not 

explore the felt relational experiences of both, the 

support worker and the person with disability. In this 

study, I will be looking more closely at the ways in 

which support work within the contemporary 

personal budget contexts can influence the felt 

experiences of both people in the relationship. 

Understanding how these policies shape support 

work can help in generating a new understanding of 

how people relate to each other in support work 

relationships. In particular, this PhD study will 

generate new in-depth knowledge about the German 

and Australian support work context and the location 

of the relational experiences of support work 

relationships within that context. 
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Footnotes 

Support work is the common terminology used in 

Australia to describe the personal, direct, and regular 

support delivered to people with disabilities by a paid 

worker. In other countries it is often referred to as 

Personal Assistance (PA). As the majority of this 

research will be conducted in Australia, I am using 

the term ‘support work’ in this research note. 

 

References 

Antaki, C., Finlay, W. M. L., & Walton, C. (2007). 

The staff are your friends: Intellectually 

disabled identities in official discourse and 

interactional practice. British Journal of 

Social Psychology, 46(1), 1-18.  

Beresford, P. (2008). Time to get Real about 

Personalisation. Journal of Integrated Care, 

16(2), 2-4.  

Christensen, K. (2009). In (ter) dependent lives. 

Scandinavian Journal of Disability 

Research, 11(2), pp. 117-130.  



 

ISSN: 2048-9080                                                         Human Welfare. Volume 4. Fall 2015 

 

32 

Christensen, K. (2010). Caring about independent 

lives. Disability & Society, 25(2), pp. 241-

252.  

Christensen, K. (2012). Towards sustainable hybrid 

relationships in cash-for-care systems. 

Disability & Society, 27(3), pp. 399-412.  

Christensen, K., & Guldvik, I.  (2014). Migrant Care 

Workers: Searching for New Horizons: 

Ashgate Publishing Ltd. 

Christensen, K., Guldvik, I., & Larsson, M. (2013). 

Active social citizenship: the case of 

disabled peoples' rights to personal 

assistance. Scandinavian Journal of 

Disability Research, 16(sup1), pp. 19-33.  

Christensen, K., & Pilling, D. (2014). Policies of 

Personalisation in Norway and England: On 

the Impact of Political Context. Journal of 

Social Policy, 43(03), pp. 479-496.  

Ellis, K. (2007). Direct Payments and Social Work 

Practice: The Significance of ‘Street-Level 

Bureaucracy’ in Determining Eligibility. 

British Journal of Social Work, 37(3), pp. 

405-422.  

Etherington, K. (2004). Becoming a Reflexive 

Researcher-Using Our Selves in Research: 

Jessica Kingsley Publishers. 

Etherington, K. (2007). Ethical Research in Reflexive 

Relationships. Qualitative Inquiry, 13(5), 

599-616.  

Fawcett, B., & Plath, D. (2014). A National 

Disability Insurance Scheme: What Social 

Work Has to Offer. British Journal of Social 

Work, 44(3), pp. 747-762.  

Fisher, P., & Byrne, V. (2012). Identity, emotion and 

the internal goods of practice: a study of 

learning disability professionals. Sociology 

of Health & Illness, 34(1), pp. 79-94.  

Glendinning, C., Challis, D., Fernandez, J., Jacobs, 

S., Jones, K., Knapp, M., & Stevens, M. 

(2008). Evaluation of the individual budgets 

pilot programme. Final Report. York: Social 

Policy Research Unit, University of York.  

Guldvik, I. (2014). Facing Challenging Intimate 

Relationships. In K. Christensen and I. 

Guldvik (Eds.). Migrant care workers: 

searching for new horizons. Ashgate 

Publishing Ltd. 

Kelly, C. (2011). Making ‘care’ accessible: Personal 

assistance for disabled people and the 

politics of language. Critical Social Policy, 

31(4), pp. 562-582.  

Kelly, C. (2013). Building Bridges with Accessible 

Care: Disability Studies, Feminist Care 

Scholarship, and Beyond. Hypatia, 28(4), 

pp. 784-800.  

Kittay, E. F. (2009). The Moral Harm of Migrant 

Carework. Philosophical Topics, 37(2), pp. 

53-73.  

Leece, J. (2010). Paying the Piper and Calling the 

Tune: Power and the Direct Payment 

Relationship. British Journal of Social 

Work, 40(1), pp. 188-206.  

Leece, J., & Peace, S. (2010). Developing New 

Understandings of Independence and 

Autonomy in the Personalised Relationship. 

British Journal of Social Work, 40(6), pp. 

1847-1865.  

Metzler, H., Meyer, T., Rauscher, C., Schäfers, M., & 

Wansing, G. (2007). Begleitung und 

Auswertung der Erprobung 

trägerübergreifender Persönlicher Budgets 

(Evaluation of the personal budget pilots in 

Germany) Wissenschaftliche 

Begleitforschung zur Umsetzung des 

Neunten Buches Sozialgesetzbuch (SGB IX)-

Rehabilitation und Teilnahme behinderter 



 

ISSN: 2048-9080                                                         Human Welfare. Volume 4. Fall 2015 

 

33 

Menschen. Abschlussbericht. 

Bundesministerium für Arbeit und Soziales. 

Rogers, C. (2007). Disabling a family? Emotional 

dilemmas experienced in becoming a parent 

of a child with learning disabilities. British 

Journal of Special Education, 34(3), pp. 

136-143.  

Rogers, C. (2009). (S)excerpts from a life told: Sex, 

gender and learning disability. Sexualities, 

12(3), pp. 270-288.  

Shakespeare, T. (2014). Personal assistance as a 

relationship. Disability rights and wrongs 

revisited (2nd ed., pp. 173-187). New York: 

Routledge. 

Slade, B. (2010). Institutional ethnography. In A. J. 

Mills, G. Durepos and E. Wiebe (Eds.), 

Encyclopedia of Case Study Research (pp. 

462-465). Thousan Oaks: Sage. 

Smith, D. E. (1987). The everyday world as 

problematic: a feminist sociology. 

TUniversity of Toronto Press. 

Smith, D. E. (1990). Texts, facts, and femininity: 

Exploring the relations of ruling. New York: 

Routledge. 

Smith, D. E. (2005). Institutional ethnography: A 

sociology for people: Rowman Altamira. 

Ungerson, C. (2003). Commodified care work in 

European labour markets. European 

Societies, 5(4), 377-396.  

Watson, N., McKie, L., Hughes, B., Hopkins, D., & 

Gregory, S. (2004). (Inter)Dependence, 

Needs and Care: The Potential for Disability 

and Feminist Theorists to Develop an 

Emancipatory Model. Sociology, 38(2), pp. 

331-350.  

Yamaki, C., & Yamazaki, Y. (2004). 

‘Instruments’,‘employees’,‘companions’,‘so

cial assets’: understanding relationships 

between persons with disabilities and their 

assistants in Japan. Disability & Society, 

19(1), pp. 31-46. 


