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abstract

The capabilities approach, developed by Sen and Nussbasum, is a way of de-
scribing quality of life as a function of what the person is able to be and do. 
The capabilities approach is used in this paper to fill a distinct gap in the 
care literature, which has tended to focus on the burden of care, rather than 
on what the carer actually does. There are various approaches to developing 
capability sets for specific populations. In this paper a capability set for carers 
of adults with severe brain injury is arrived at by means of an ethnographic 
study of five families, carried out over one year.  This capability set is further 
clarified using the heuristic device of ‘ideal types’ of responses to care, from 
both the perspective of the carer and the adult with brain injury. It is intended 
that this research may contribute to the development of a focused agenda 
regarding the capabilities that this community choose to value.

introduction

This paper offers an ethnographic exploration of care and disability from a 
capabilities approach. The capabilities approach suggests that a person’s qual-
ity of life is a function of what the person is able to be (e.g. well or poorly 
nourished) and do (e.g. perform more or less meaningful work) (Sen, 1985: 10). 
The combination of these functions constitutes the form of life that the per-
son achieves. These functions can be gathered into capability sets that reflect 
‘the person’s freedom to lead one type of life or another’ (Sen, 1992: 40). The 
capabilities in this discussion are not value judgments made by an individual 
or family about which person to marry or whether to downscale the fam-
ily dwelling. rather, they are priorities that affect a larger group, such as a 
particular community of practice formed by the carers of adults with brain 
injury. There are various approaches to developing capability sets. for exam-
ple nussbaum (2000) advocates a set of ‘Central Human Capabilities’ that 
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are ‘open-ended and subject to ongoing revision and rethinking’; Sen (1980) 
argued that capabilities are used for different purposes, so lists of capabilities 
need to be developed for specific purposes; alkire (2006) endorses the use of 
a list specified at the most general level of objectives, such as life, health and 
security. in this paper all of these approaches have informed the development 
of a capability set underpinning the care of an adult with brain injury. This 
is explored using an ethnographic case study, and further clarified using the 
heuristic device of ‘ideal types’. it is intended that this research will contribute 
to a focused agenda in a participatory planning process about the capabilities 
that this community choose to value.

The capabilities approach fills a distinct gap in the care literature, which has 
tended to focus on the burden of care, rather than on what the carer actually 
does. The analysis of burden experienced by carers has been examined in both 
the qualitative and quantitative literature. opie’s (1992) sensitive account of 
caring for elderly people was influential in raising awareness about the nega-
tive effects of caregiving in new Zealand. She poignantly described the chronic 
exhaustion and physical ailments of carers associated with the relentlessness 
of the experience, together with the sense of being dominated by isolation 
and feelings of loss. These findings were echoed in Carpinter, irwin and rog-
ers’ (2000) report where parents described in detail the extent to which their 
physical well-being was threatened by the extreme behaviour of high needs 
children who were growing into adulthood. The quantitative literature further 
elucidates the specific elements of burden in the caregiving experience. The 
most compelling evidence for health impacts on caregivers is provided in a 
meta-analysis of studies by Vitaliano (2003), where the health of caregivers 
was compared with demographically similar non-caregivers. This indicated 
poorer physical health among caregivers along a range of indicators. More 
recent research suggests that there may be a double jeopardy in regard to pain 
for caregivers, who are both more vulnerable to physical pain and also more 
likely to be experiencing physical pain than the rest of the population (Cum-
mins et al., 2007). The burden paradigm is therefore an expression of how 
caregivers experience burden in terms of physical and mental health impacts, 
and also experience stressful social situations in terms of social, financial and 
employment opportunities (goodhead & Mcdonald, 2007; jorgensen, Parsons, 
jacobs, & arksey, 2010).

This experience is shared by an increasing number of people, and it is esti-
mated that about ten percent of the population is now involved in caregiving 
(goodhead & Mcdonald, 2007). one political response to the growing num-
ber of caregivers in new Zealand has been the development of a Carers’ Strat-
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egy (Ministry of Social development, 2008), which has a number of objectives 
including health and education for carers, and the provision of financial sup-
port and pathways back to employment. This approach belongs to a body of 
literature drawing on a human rights perspective to develop policy and legisla-
tion that is aimed at administering justice for carers (Clements, 2009; Ministry 
of Social development, 2008; rea, Kenealy, Sheridan, & gorman, 2010). Much 
of this work has been targeted at helping carers to find pathways back to em-
ployment. in Britain the judgement in Coleman v law was an historic moment 
for carers internationally, when Sharon Coleman was able to prove that she 
had been discriminated against by her employers on the grounds of her son’s 
disability. an important aspect of this case was the emphasis on the relation-
ship between the carer and the person with disability. it was acknowledged 
that discrimination ‘by association’ in such cases undermined the ability of 
disabled people to exercise their autonomy.

it is rare to find rulings such as these that highlight the relationship between 
the disabled person and the carer. Most policy emphasises the individual rights 
of the carer to work outside the home and to have respite care. Such policy fails 
to acknowledge the way in which individual health is inextricably linked to 
the health of the whole family. Policy and legislation that supports the rights 
of the carer to be paid a full time wage for full time care work are rare and 
contentious. for example, the Ministry of Health recently fought and lost a 
Human rights case that ruled it was discriminatory not to pay family carers. 
They argued against paying family carers even though funding had been al-
located and there was nobody else available or qualified in this case to do the 
job (Human rights review tribunal, 2010). it is against this background that 
the significance of a ruling that enabled the payment of family carers should be 
judged. in new Zealand there was an historic case (arcic v Campbell, 1995) 
which permitted the accident Compensation Corporation (acc) to pay family 
carers. The argument was accepted that people with serious disability (caused 
by injury) should not have to suffer makeshift care arrangements that might 
put their health and life at risk. from the application of this ruling a culture of 
expert family care for adults with severe disability evolved over fifteen years. 
This culture gives a rare opportunity to describe the capabilities of carers in 
situations where they are not suffering excessively from burden and stress.

as mentioned previously, to date the literature has generally been far more 
concerned with describing the burden on carers than in discussing what car-
ers actually do. arksey (2005) did qualitative research with 80 caregivers in 
the u.K. and enumerated the generic tasks of care-giving, including help with 
personal cares; mobility; supervision; emotional support; practical tasks, in-
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cluding managing finances; and educating others. in addition, parental carers 
tended to be involved in managing behaviour and providing social stimulation 
and advocacy. overarching all of these functions was the need to be flexible. 
There are also a range of family caregiving skills identified by Mezey (2004), 
such as the capacity to monitor, interpret, make decisions, take action etc. 
These lists provide a general sketch of the function sets associated with care, 
but do not give a coherent perspective of what a capability set for carers of 
adults with brain injury would look like.

a major problem in developing such a list is the issue of adaptive preferences, 
which describes a tension around the extent to which carers should be held 
responsible for the choices that they make. for example, the turkish ethnog-
rapher uyan-Semerci (2007) examines how refugee women articulate capabili-
ties as a factor of caring for their family. They express adaptive preferences that 
value the growth and well-being of their children in ways that seem to deny 
their own well-being. yet this preference is a culturally appropriate articula-
tion of mechanisms by which these women achieve status in their community. 
it is therefore far more valued to stay at home and care for children than it is 
to travel long distances to carry out low-paid low-status jobs. The capabilities 
approach questions the extent to which such adaptive preferences should be 
taken at face value. This is most often articulated as the example of the ‘tamed 
(indian) housewife’, who is satisfied with her situation (despite poor nutrition, 
poor social status, chronic fatigue, poor physical health, abuse from family 
members, and the burden of physical labour), since she has no idea of what 
it is to feel healthy and remains ignorant of the benefits and pleasures of edu-
cation (nussbaum, 2001b: 310). is the seeming satisfaction of this woman an 
argument against trying to help her and others in her situation? applying the 
capabilities approach here begins to address the seeming conflict between hu-
man rights and cultural relativity. it is also an exercise that makes it possible to 
overcome the hurdle of a restricted imagination that would interpret limited 
capabilities as a natural part of the work of caring.

one way around the adaptive preference limitation is to examine situations 
where there has been a shift from not having opportunities for particular ca-
pabilities to having such opportunities. This paper examines the situation of 
a family caring for a young man with brain injury who suddenly achieves 
generous supports after many years of struggling without any supports. it is 
hypothesized that their situation provides an insight into the capability set that 
is genuinely valued, as opposed to that which is imposed by circumstance. it 
is hoped that this analysis may prove to be a useful contribution to a public 
debate about the capability set that should ultimately be supported for carers 
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of adults with brain injury.

Methodology

The story of methodology is [emphasis in original] the story of the 
study (agar, 2004: 19).

The story of the researcher began with a single ethnographic case study of a 
young man living with brain injury (Butler, 2000) carried out over a three 
month period in 1998. it was extended through a larger ethnographic study 
of five families over the course of one year in 2003 (Butler, 2007). The ethno-
graphic process of participant observation shifted across these studies from an 
emphasis on participation, to one where observation (backed by interviews) 
became the focus. This paper is therefore informed by a deep and extended 
engagement with a particular community of practice over the course of a more 
than a decade. a conglomerate case (‘jamie’) has been created from the stories 
that informed the researcher, particularly during the 2003 collection phase.

‘jamie’ had his brain injury as a young boy and his family struggled for fif-
teen years without any outside assistance. However, they live in new Zealand 
where such an injury is ostensibly covered by the accident Compensation 
Corporation (acc), and eventually their case was accepted, three years before 
the ethnographic study commenced. acc is the no-fault injury compensa-
tion system that has been operating in new Zealand since 1974. The fund-
ing was paid to jamie’s parents to manage as a care package on his behalf 
and this case therefore provides a rare insight into the community of practice 
that developed when care was adequately compensated and flexibly available. 
jamie was assessed as requiring over eighty hours of care per week, which 
transformed both his capabilities and those of the family. His story therefore 
provides unique insight into a before-and-after scenario. This story is also 
particularly valuable because the family was strong enough to come through 
the tough times intact and so is able to provide the perspective of both parents 
of a person with brain injury.

each section of the findings describes a particular function set: being, doing 
and belonging. at the end of each section there is a commentary in the form of 
‘ideal types’ contained in a series of boxes. The aim is to use these ‘ideal types’ 
as a heuristic device to clarify the function set of the carer and the person with 
disability. The boxes therefore add another dimension to the findings section 
by providing in a single frame: a) the story of before and after receiving the 
care package; b) the story of both the carer and the disabled person; and c) the 
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essential capabilities within each of the broad thematic areas of being, doing 
and belonging. The narrative rationale is that each of these boxes is still based 
on the conglomerate story of jamie and his family, but the language shifts to 
that of ‘ideal types’ in order to describe the essential elements of the capability 
being described from a relational perspective. This exercise is a response to the 
challenge of conveying the kinds of capabilities that are possible under condi-
tions of stress and conditions where the carer feels supported. By placing the 
stories of the carer and the disabled person alongside each other in this way, 
the intention is to demonstrate the relational aspect of capabilities and how 
completely intertwined the capabilities of both parties are. in this way these 
commentaries make explicit what is largely implicit in the story told by the 
ethnographic field notes. it is not the intention here to do a gendered analysis 
of care, so the language used in these commentaries is varied. Both the carer 
and the disabled person are alternately described as ‘he’ and ‘she’.

findings

Being: barely surviving

‘Being’ includes those aspects of life where the family is primarily focusing on 
survival; it speaks of many of the issues that are described as burdensome in 
terms of the health of both the carer and the disabled person. ‘Being’ is the 
aspect of the human condition that dominates when the carer is not adequately 
supported and there is a sense of moving from crisis to crisis, without being 
able to plan.

jamie was twenty three at the time of the study. He had his brain injury at the 
age of five, when he ran in front of a truck. following the injury, his parents 
(joanna and jack) decided to set up a franchise business, which meant that 
one of them could always be available to jamie. for fourteen years they looked 
after him with virtually no assistance, but finally they hit a crisis when joanna’s 
health broke down. This is a fairly typical description of the carer who had 
pushed herself beyond her limits: ‘joanna was always the backbone, but well, 
with her back and her heart she learned that she couldn’t be the backbone 
anymore’ (jack).

jack was working twenty-hour days to keep the business afloat while joanna 
was in hospital, first for back surgery and then with heart problems. yet even 
when joanna was gravely ill in hospital, jamie still demanded constant access 
to her. jamie’s injury was completely invisible, which made it difficult for oth-
ers to understand the intensity of his need for cognitive support in the form 
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of problem solving, reassurance and talking things through. even with all of 
this support things tended to go wrong for jamie, because he was so easily led 
astray. He looked like a big man, and it was difficult to communicate how little 
he could actually be held responsible for his actions during his early adult years. 
His family frequently found themselves defending him through a lengthening 
list of criminal proceedings for minor offences. His father described what it 
was like trying to support him through the scrapes he got into:

jamie just keeps going full on. He cannot stop for a minute. He is 
like a truck that is going full steam ahead, and he isn’t taking any 
corners. and we are following up behind trying to keep him out of 
trouble (jack).

for example, jamie could be safe driving on the roads for months at a time, 
but then he might stop taking his medication, or something else would happen 
that made it necessary for him to stop driving. His parents were often in the 
difficult position of trying to enforce boundaries during these periods. 

jamie is all right a lot of the time, but he is not okay when he is 
manic. and those times he just has to stop driving. But it is hard, 
because he has got a little bit of freedom and that is tantalising him 
to want some more’ (joanna).

This unrelenting pressure finally eased when jamie was admitted for a full as-
sessment to the local rehabilitation unit, and once his parents had him out of 
the house they refused to take him back. They had no intention of abandoning 
him, but it was a strategy they felt forced to use in order to confront health 
professionals with the extent of jamie’s needs. The final report indicated that 
he needed over eighty hours of care support every week, which corroborated 
what they had been saying for so long. With this funding the family started to 
move beyond mere survival. ‘if the person with the head injury is adequately 
compensated, then the family is able to cope. otherwise they cannot’ (joanna).

The family used this funding to move him out of the house and into a flat, 
but they still spent several hours every day providing support. unfortunately, 
in many ways this funding came too late because they found that jamie had 
never become socialized to accept help from anyone but themselves. They still 
needed to observe very closely every aspect of his life. for example, he stopped 
taking his medication when joanna was momentarily distracted, which meant 
that he became subject to severe mood fluctuations. 
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i thought it was me not being able to cope with it but it was actually 
jamie. He will fire up and you will be sitting there doing something 
and you might say something and it is, ‘oh you f….’ and then he will 
back down and be nice as pie five minutes later (joanna).

The focus on ‘being’ was a consistent thread in the provision of care to jamie. 
during the period before the family had adequate funding this focus domi-
nated and the family felt that they were barely surviving, in spite of their best 
efforts. even after receiving funding, there were periods when a momentary 
distraction meant that jamie’s well-being became problematic again.

Commentary

Being: the burden paradigm

The carer is burdened and ground 
down having too much to do and 
there is no hope that things will 
change in the future for the better. 
She is exploited and abused both by 
the person she cares for and by 
others around her. She is blamed for 
everything, including the suffering 
caused by the disability and is 
abandoned by all who might have 
had an obligation to either her or 
the disabled person.

She goes from crisis to crisis, know-
ing that this is going to happen, but 
without the resources to plan. She is 
sleep deprived beyond exhaustion, 
yet she cannot afford to get sick 
because no one else will do her job.

What makes it worse is that other 
members of the household are disad-
vantaged. There isn’t enough money 
and she is concerned for their safety 
because the person with disability 

Being: the victim paradigm

The person with disability feels 
abandoned and his health declines 
because of lack of care. He may come 
into contact with the criminal or 
mental health systems, or may be-
come a victim of emotional, physical 
or sexual abuse.

Sometimes everything is done for 
him, including things that he has 
the capacity to do and will do for 
himself, because it is quicker this 
way. other times he is left to his own 
devices and simply cannot do what 
is necessary.

He is profoundly ungrateful for 
everything that is done for him 
and abuses his carer or exploits her 
whenever possible.

He is aware of the level of burden he 
imposes. He feels guilty and trapped. 
His life is dull beyond belief and 
there is nothing to talk about. He has 
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is aggressive and increasingly 
dangerous.

Being: good care practice

The attitude of the carer to the per-
son with disability can be described 
as one of ‘attentive love’. The carer is 
able to keep the person he cares for 
safe, with a degree of comfort and 
competence that spares her unneces-
sary suffering. He is both sensitive 
and respectful in this task. His great-
est feat is to rise each morning and 
start again, without despair. There is 
a sense of rhythm and playfulness, 
and a deep connection to the person 
he is caring for. He has the humility 
to stand silently beside the pain and 
suffering that he cannot control.

He manages to keep a decent income 
coming into the house and is able 
to look after his own needs as well 
as that of others, now and into the 
future.

no hope of ever getting out of the 
poverty trap.

Being: responsiveness of the disa-
bled person to good care practice

The disabled person has spare 
capacity in terms of energy, time 
and cognition after she has assisted 
with her cares. The support that she 
is given is sufficient so that she can 
begin to address the needs of growth 
and belonging. She feels as though 
she earns her keep at some level. She 
may take up more than her fair share 
of the energy in the house, but no 
one resents her for this because there 
is enough to go around.

Things are not equal, but everyone 
gets what they need. There is a great 
deal of joy and laughter in her care 
and lightness in what is done for her. 
The care she receives ensures that she 
suffers from none of the secondary 
conditions that so often accompany 
disability. She is well in herself, as 
healthy as she could possibly be, and 
she looks good.

doing: and productivity

‘doing’ in the sense of engaging in productive activity is the aspect of life that 
tends to be lost when the family is barely surviving; it is that aspect of life 
that creates a visible product that is not part of the cycle of consumption and 
survival. a focus on productive activity is particularly important because the 
nature of brain injury is such that the person forgets much of what they have 
done. Productive activity may also be the mechanism through which the per-
son with brain injury comes to escape the poverty trap.
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although jamie was allocated a care package of over eighty hours of care per 
week, there was nothing in the report that suggested how it should be used. 
There was a brief attempt to move him into a residential unit for people with 
brain injury in the community, but the staff was not able to handle his fierce 
independence or his mood swings. jamie explained this by saying he was ‘old 
brain injury’ and they were only used to dealing with ‘new brain injury’. The 
family were not interested in using the funding to pay themselves for their 
work, although this would have been their prerogative. The important thing for 
them was to be able to use the funding flexibly on jamie’s account: they used 
it first to pay a handyman to do productive work alongside jamie. He learned 
by doing things and he needed to spend a lot of time exploring activities. Hav-
ing someone to work alongside him in this way gave him a greater sense of 
competence and it meant that jobs actually were finished. He was incapable of 
finishing jobs without having someone to help in him in this way:

jamie is like the crocheted loops at the edge of something. He does 
one loop and then moves on to the next, and the last one will never 
be revisited…. So that by the end jamie is sitting down and i am still 
working’ (jack).

The family came to the point where it was not possible to have jamie living 
with them and joanna came up with the idea of getting him a flat of his own. 
She had previously been given a small amount of backdated attendant care by 
acc, which she had saved and was able to use as a deposit on a house for him. 
renovating this flat gave a focus for jamie’s energies, but it also became the 
kernel of an idea that was to prove very important for his ongoing develop-
ment and financial security.

one of the reasons why brain injury is so difficult to understand, both for the 
brain injured person and for others, is because there can be such enormous 
variability in cognitive capacity over periods of time. This made it virtually 
impossible for jamie to maintain regular work hours, because he would go 
through periods when it was extremely difficult for him to organize the sim-
plest of his daily affairs. This variability meant that he might be able to com-
plete building tasks one day, but be completely unable to carry them out the 
next. it was not a matter of simply training jamie to do a task. another signifi-
cant portion of the funding was used to pay a builder to allow jamie to work on 
site with him. The work of the carer was always about being responsive to the 
wide variability within what he could do. The quasi-supported employment 
arrangement with a builder permitted jamie to have the semblance of work 
relationships and routine. at the same time jamie was uncomfortable about 
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the fact that the builder was actually paid to have him at the site:

i feel as though i am leading a false life sometimes. if i say what i 
am doing it sounds as though i am better than what i am. i say that 
i am working on the buildings, but i don’t say that i am doing it as 
a volunteer and that i can knock off any time that i like. i feel like 
a fraud. (jamie)

as jamie’s confidence grew he became increasingly frustrated by the knowl-
edge that he was caught in a poverty trap. This is a situation where any increase 
in income results in a loss of benefits so the person is no better off financially. 
Successfully renovating his flat suggested to him that he could replicate the 
experience, and he began a process of planning to buy another property. at 
this time this was only one among his many grandiose money making schemes, 
which changed almost weekly. eventually his parents made the decision to 
establish a trust so that he could buy houses to renovate and rent out. This 
seemed to at least offer a glimmer of hope that he might, someday, have an 
income that was not completely dependent on acc. There were some unfortu-
nate incidents where he made poor decisions, but gradually he became adept 
at this business and eventually he began to make an income.

in this section it is possible to distinguish between a) employment; b) getting 
an income, and c) engaging in productive activities. all of these were very 
necessary for jamie, but they were not achievable in a single package by some-
one with such a serious brain injury. only the flexibility of the care package 
enabled him to achieve each of these components in such a way that he was 
able to benefit from them individually.

Commentary

Doing: the burden paradigm

This part of life does not happen in 
any positive manner. The carer is too 
overwhelmed to put any effort into 
growth, either his own of that of oth-
ers. alternatively, he focuses on the 
growth of the person with disability 
to the exclusion of his own needs 
and those of the rest of the family

Doing: the victim paradigm

The disabled person does not know 
her own potential for growth, nor 
does she know what resources are 
available to her. She is not given op-
portunities for growth because they 
are not available in her area.

alternatively, she may be given op-
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He has to give up paid employment 
because it is too difficult to juggle the 
high level of needs of the disabled 
person with the demands of the 
work place.

Doing: the perspective of the 
competent well supported carer

The carer is able to grow in ways that 
are meaningful to her and that ulti-
mately sustain her individuality.

She has the vision and capacity to 
drive a programme of care and to 
provide a good quality life for the 
person with disability. She has a 
deep knowledge of disability and the 
capacity to advocate well.

it is hardly surprising that she devel-
ops outstanding skills in this area. 
Professionals and family recognise 
her expertise and respect her.

The siblings of the disabled person 
are good citizens, with a finely devel-
oped sense of values from a lifetime 
of living with disability.

portunities for growth that bankrupt 
the family at several levels.

She may be forced and cajoled to 
grow in ways that may or may not ul-
timately be for her own good. What-
ever choices she has in her life, they 
do not allow her any sense of control 
of the direction she might take. 

Doing: responsiveness of the indi-
vidual with disability to the compe-
tent and well supported carer

The disabled person has enough 
capacity and resources left over from 
looking after his basic survival needs 
to be able to engage in those activi-
ties that are meaningful to him.

He is given enough freedom and 
different opportunities to begin to 
develop a vision of what it is that 
he wants. He has the opportunity to 
learn from both positive and nega-
tive experiences and to work on pro-
jects that meet his need for growth. 
He knows what he wants to do and is 
able to be self-directed.

He gets enough support to have the 
benefit of completing things, even 
when he cannot actually do the 
whole task himself.

Belonging: and beginning to separate.

‘Belonging’ and separation are ways of expressing how the person with brain 
injury and the family carer both begin to find their own places in the world. 
‘Belonging’ is that aspect of the human condition where the carer and the 
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disabled person begin to insert themselves into a narrative of their own lives. 
in doing this they disclose who they are in relation to each other.

jamie’s parents were not wealthy, but they were known as good people with 
strong social values. They lived through painful years when they felt stigma-
tized because they had to confront people who had no understanding of why 
jamie behaved as he did. Through school they were the parents who had the 
child who was both bullied and bullying, constantly running away, kicked out 
of almost every class. He left school without any qualifications. during his 
teenage years it was not at all certain that they would be able to keep jamie 
out of prison and they were intensely aware of the vulnerability of having an 
invisible disability: 

do you know what it is like to have the police come to you, at five o 
clock in the evening, and ask if they can search the premises? jamie 
was caught receiving stolen goods’ (jack).

joanna and jack continued to coordinate his care when he moved into the 
flat, and he saw them every day. This worked well and in time jamie wanted to 
know whether he could manage at an even further distance to his family. for 
example he went on an extended holiday to australia. What joanna learned 
was that she could let go of jamie, once she knew that he was safe. following 
this trip her confidence in their capacity to care for him at distance grew visibly. 
This gave joanna greater choices in her own life also:

We know that we can manage him, because of his trips to australia, 
from a distance. What i am saying is with jamie we can start step-
ping back a bit because we know some of his limitations and what 
some of the input is that we need and how to work things from a 
distance. (joanna)

This opened up a whole new set of possibilities for his parents. They had 
bought a business ten years prior to this, in order to be constantly available to 
jamie. now they put the business on the market and began to plan a life that 
recognized jamie as an adult with a life that was separate from theirs. They 
began to engage in conversations that were directed at imagining what they 
wanted in their own lives: 

We are selling the business mostly because it is time for joanna and 
i to do something different. jamie has moved to a new phase where 
we can manage him at a distance’ (jack).
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even as they began to find a degree of separation, joanna and jack constantly 
engaged in discussion about how much responsibility jamie could be expected 
to take for his own life. There was such rapid change over the period of the 
study that it was evident that this negotiation sometimes brought them into 
conflict. gradually they turned to their own lives and they both found jobs 
where they were working separately for the first time in nearly two decades. 
joanna, in particular, became recognized as a skilled speaker about brain in-
jury. as they established their own lives there was no indication that jamie 
was being abandoned by his family. His mother summed up this situation as 
an ongoing balancing act: ‘i am able to hold onto jamie and let him go at the 
same time’ (joanna).

Commentary

Belonging: the burden paradigm

The carer suffers stigma because 
of her association with disability 
and is held responsible for this on a 
spiritual plane. Whatever she does 
is criticised by those who are closest 
to her. People say that she does too 
much or too little for the disabled 
person. nobody listens to her and 
she is denied a sense of identity and 
authority. There is no one who recog-
nises that she does a good job, or has 
any inkling of how difficult her work 
as a carer is. 

Belonging: a positive outcome 
for carers

The carer has a strong sense of his 
own identity within a community 
that both recognises and applauds 
him as an individual. This com-
munity understands that he has an 
identity that stretches far beyond his 
role as a carer.

Belonging: the victim paradigm

The disabled person is stigmatised 
on the grounds of his disability, and 
where he is included he feels like a 
burden. nobody listens to his voice 
and so he does not develop (or loses) 
a sense of his own identity. He is 
discriminated against and is per-
ceived and responded to in terms of 
stereotypes. He strongly disagrees 
with what is being managed on his 
behalf, but he is powerless to effect 
any change. 

Belonging: the response of the 
disabled person to care that helps 
them to belong

The disabled person has a strong 
sense of her own identity and lives 
within a community that recognises 
her for who she is. no matter how 
difficult communication is she is still 
able to convey a sense of humour, or 
some other trait that is intrinsic to 
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He is truly responsive and is able to 
represent the best interests and the 
wishes of the disabled person. He 
is recognised for his work and is 
invited to represent carers and 
disabled people in a wider forum.

He is able to embrace the relation-
ships that are formed by the person 
with disability, and welcomes 
whatever changes they lead to.

her personality.

She is confident that the carer really 
listens to her and is able to represent 
her interests in the world.

She is able to form and sustain 
relationships with people who can 
understand her, and she is able to 
understand them.

discussion

The capability approach opens an analytical space in the discourse of care, by 
indicating that burden is only one of the many faces of care. The voice of carers 
who insist on the fundamental importance of their relationship with the disa-
bled person is frequently lost in the enumeration of the losses that care brings 
upon them. yet these voices are important reminders of what care can bring 
to lives, where the care is carried out under conditions that make it possible. 
for example, this is how the philosopher Kittay describes her relationship with 
her severely disabled daughter (Sesha):

it’s perhaps self-delusional to say that i am as dependent on her as 
she is on me, but perhaps not. others could take care of her and even 
love her – in fact, i must think that she will continue to thrive with 
or without me. But without her, i would wither (Kittay, 2002: 273).

The capabilities approach outlined in this paper is able to extend the discourse 
about rights for carers by creating a reminder that, for carers, the right to 
provide adequate care is their first prerogative. This was expressed by joanna 
when she said: ‘if the person with the head injury is adequately compensated, 
then the family is able to cope. otherwise they cannot.’ This essential relation-
ship is often forgotten in the drive to provide solutions that will enable the 
carer to get respite and to remain in employment. These rights are important, 
but they need to be underpinned by the knowledge that carers will continue 
to work beyond endurance as long as there are no other solutions available 
for the person with disability. legislative force is increasingly being added to 
routine expressions of care and concern about the plight of carers. However, 
this will not help carers unless it is accompanied by policy and legislation that 
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ensures a better quality of life for the person with disability. Without this as-
surance, there is little point in trying to strengthen the capacity of carers for 
employment.

This paper provides insight into the lives of carers that are lived beyond the 
burden paradigm of care. Prior to receiving an adequate care package, joanna’s 
health broke down under the strain of caring for jamie, but many accounts 
would leave their story at this point. once the family received support, they 
immediately began to express a much wider range of capabilities. This sug-
gests that the distortions that occur with adaptive preferences (nussbaum, 
2000, 2001a, 2001b) do not operate in this context. The family was not attached 
to holding jamie in a state of dependence. on the contrary, once the family 
members received support they not only moved from a situation of burden, 
but they were also able to arrive at novel solutions. They were able to respond 
to jamie in a variety of ways, distinguishing between his separate needs for 
employment, income and productive activity.

The success of jamie’s family needs to be set in the context of what was happen-
ing to them before they got access to flexible funding. They were following a 
trajectory that is commonly experienced by families of young men with brain 
injury: joanna’s health had broken down (jorgensen, et al., 2010; Vitaliano, 
2003), and jamie was within a hair’s breadth of finding himself in prison (Scho-
field et al., 2006). eighty hours of care per week may seem a lot, until it is put 
alongside what the ongoing costs of failure in this family would have meant 
in terms of healthcare for joanna and a custodial sentence for jamie. The fam-
ily could not have precisely predicted what they were going to do with the 
funding, but they were highly motivated by their awareness of the costs of fail-
ure. The funding placed them in a position where they were no longer simply 
surviving, and they rapidly moved into lives that reflected a wider spectrum 
of capabilities for all of them. it should be noted that the funding was paid 
as wages to the family, but they never used it to pay themselves. instead, it 
provided a flexible pool of funding that enabled them to employ a handyman, 
and to create a quasi-supported employment situation. eventually they used 
it to create a trust, so that jamie could be involved in renovating houses and 
getting a rental income.

The flexibility of the funding effectively enabled the family in this case to cre-
ate a solution to the ‘poverty trap’ that exists for many people with disability. 
This family was well aware that jamie was never going to have the skills to fit 
within an ordinary work environment, so when they got access to flexible 
funding they were quick to turn it into an entrepreneurial opportunity. This 
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approach to the flexible use of individualised (i.e. family waged) funding in 
order to create opportunities for productivity and employment has previously 
been identified in the new Zealand context (Butler, 2000). The therapeutic 
advantage of creating such pathways into valued capabilities are so great that 
this is a strong argument for attempting to find solutions to the poverty trap 
for people with disability. The capabilities approach strengthens the argument 
for welfare systems to mitigate against the poverty trap. The capacity to earn a 
percentage of income before triggering a financial penalty would be an impor-
tant facilitator of productive activity. This paper demonstrates how building a 
productivity function set for a person with brain injury creates the possibility 
of a sustainable future.

The flexible use of funding reveals an approach in which individual health is 
seen as being inextricably linked to the health of the whole family, in a way 
that resonates with the Whanau ora approach (Ministry of Health, 2009). a 
relational approach to capabilities looks beyond the individual to a family or 
group perspective. as joanna once said: ‘it is not an individual who has a brain 
injury, it is a whole family.’ an individual perspective on capabilities of either 
the person with disability or the carer tends to overlook how the disability 
impacts on the whole family and also the potential for synchronicity when 
things work positively. a relational approach to the overall capabilities of this 
small group begins to highlight how they work together to make something 
that is greater than the parts. it would have been impossible to imagine at the 
outset just how far this family would be able to take a small amount of fund-
ing to increase the capability set of the whole family. The health professionals 
who worked with jamie were able to identify that he needed eighty hours of 
support every week, but as far as jamie was concerned, none of their sugges-
tions about how that funding might be used were acceptable to someone with 
‘old brain injury’.

We have much to learn about ways of reasoning philosophically about dis-
ability and care in ways that are inclusive, respectful of difference and sensitive 
to inequality. The aim in this paper is to bring an ethnographic perspective 
to a philosophical approach. a relational approach to capabilities moves be-
yond paradigms of disabled victims and burdened carers to provide a robust 
conception of how families of people with brain injury can effectively work 
together to enhance the capabilities of every member. This paper provides an 
ethnographic exploration of three function sets that underpin the overall ca-
pability set of someone who is caring in the best and the worst circumstances. 
This removes some of the arguments about adaptive preferences as an expres-
sion of true autonomy, since it demonstrates what the carer does when they 
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are provided with adequate opportunity. it also shows the value of an approach 
that enables these capabilities for both the carer and the person with disability. 
There is a dual benefit if a capability set can be achieved, and a dual hardship 
in the case of failure.
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