Social status and living with a chronic illness: an exploration of assessment and meaning attributed to work and employment 
Abstract

Background: Traditional measures of social status are predicated on position in the labour market. There has been less attention directed to the meanings of social position for people with a long term condition whose relationship to employment is precarious. Previous research has demonstrated that the MacArthur scale is capable of capturing contextualised aspects of social status, which makes it a useful tool for exploring changes in meaning. 

Aims: The paper explores the meanings and experiences of social status of people living with a long-term condition with particular reference to employment status. 
Methods: A sample of 300 participants was drawn from diabetes and chronic heart disease registers of General Practices in North-West England. A cross sectional survey with nested qualitative interviews was used in collecting and analysing the data. 

Findings: Having financial independence and participating in valued activities are more important for people with chronic illness than power and status mediated through the labour market. Income and the lack and loss of employment were given a central role in respondents’ narratives reflecting the absence of acceptable alternative routes through which social status for those with a long term condition can realistically be rebuilt outside of participation in the labour market.
Conclusion: Social participation, where people with chronic illness feel valued and of tangible utility to other people, might offer some opportunities for rebuilding social status outside the labour market. Chronic illness management interventions need to focus on improving people’s engagement with such activities.
Key words

health inequalities, social status, long-term conditions, capabilities, social networks

Introduction
Income, education and occupation are proxies for life chances influenced by material resources and social position primarily mediated through the labour market. Objective measures of social status (SES) predicated on personal income, education, and occupation have been widely used in health research and convincingly demonstrated that people who are better off tend to be healthier1. However these measures may not capture the fine grained nuances of social status for specific groups such as those with a long term condition (LTC). Medical anthropologists have argued that social status is defined differently across cultural groups implying the need to develop measurement tools adapted to specific social situations and cultural settings2. 
People with LTCs share a set of life experiences that set them apart from the general population.  Having a LTC disrupts people’s everyday life and requires changes to familiar and valued practices (e.g. to lifestyle or in relations at home, with family members, friends, or at work). Living with a LTC requires on-going adaption, and resilience 3,4,5.  The latter includes the introduction of activities such as regular monitoring, which needs to be undertaken in the face of decreasing energy, mobility6,7, physical capacity, and independence8. This complexity suggests the need to explore existing ways of measuring social status for those with a LTC.
Subjective and objective measures of social status

The MacArthur scale, developed as a subjective measure of social status (SSS)9, has the capacity to capture a wide range of influences in the assessment of social status beyond the traditional items of income, education and occupation. These include health, well-being, life satisfaction, social trust, satisfaction with standard of living, feeling financially stable, beliefs, values, preferences, dispositions and contextual expressions of people’s unequal access to material resources and opportunities10-16. Previous research has also identified variation in subjective assessment of social status over time17, in relation to gender6, ethnicity18,19, point in the life course20, and type of health outcomes13,14, 21-25. These findings suggest that the MacArthur scale is a sensitive tool through which to explore the social status of people with LTCs. 
There is however at present lack of agreement as to how SSS, as measured by the MacArthur scale, should be interpreted. Some authors have argued that SSS captures non-material aspects of social status such as hopelessness, general life control, beliefs, values, preferences, and dispositions13,15. This would indicate that SSS have more to do with personal qualities and a subjective sense of self-worth than with objective markers of social status.  In contrast, other authors have suggested that SSS is a sensitive measure that captures the diverse mechanisms through which inequalities work or the range of resources that people might be able to draw on (e.g. social capital). SSS measures are therefore best understood as measures that are more context sensitive than objective measures. The latter suggests that SSS may capture subtle aspects of social hierarchy, lifetime achievement, or may be an assessment of current and future prospects10,11. 

The contrasting interpretations of SSS are not necessarily incompatible. We argue that they can be partially reconciled by drawing on Amartya Sen’s notion of capabilities. Capabilities are defined as the real opportunities that people have to accomplish what they value, including actual achievements and the opportunities that have been available to them but have not been taken26,27. Thus, while SES is primarily to do with the question: what resources does this person have? SSS, as measured by the MacArthur scale, primarily addresses the question: is this person able to do what she values?  In particular, SES measures do not directly address the question ‘resources for what?’, and thus treat what people value as a black box. However, inequalities in access to resources (e.g. money) are only relevant if they restrict people’s access to things they value (e.g. one’s health). 
We suggest that it is plausible to presume that the MacArthur scale is a concrete measure of social status capable of reflecting a contextualised assessment by individuals of their actual access to (material and non-material) resources as well as capturing respondents’ capability to do what they value. Furthermore, the capabilities approach makes the assumption that expressions of valued activities are not reducible to subjective preferences, beliefs and values, but that it is possible to make generalisable statements about ways of life that are valued by all. The latter might include being able to live a ‘good enough’ life in reasonable health, engage in critical reflection about the planning of one’s life, having the bases of and being treated with respect, having control over one’s environment28,29. 
Subjective status and chronic illness

The capacity of the MacArthur scale to capture the influence of material and non-material factors, as well as to reflect the contextual specificity of access to resources is likely to be an asset in illuminating the meaning of social status for people with LTCs. For example, the complex demands associated with living with a LTC can induce feelings of powerlessness, which in turn can threaten people’s sense of security and identity. Trying to “hold on” to previous roles and self-representations whilst needing to "let go" of these can lead to stress and a sense of losing control over one’s life30. LTCs are more likely to develop later in life impacting disproportionately on people who are no longer part of the formal labour market or have had to abandon paid work due to poor health. Those who are socio-economically disadvantaged are also more likely to suffer from multiple LTCs, and experience symptoms with greater intensity and frequency31. The combination of these factors is likely to create a vicious cycle, with deprivation, lack of opportunities and disadvantage leading to more physical and mental ill-health32, and less access to support than those in better socio-economic circumstances33-35. 
There is also evidence that the amount of social network support rises in response to peoples’ declining health36. While this is likely to have a positive effect on people’s health37 it may also lead to a sense of powerlessness and loss of autonomy38,39. Growing dependence on network members can make people with LTCs feel they are a burden to others, and can damage their sense of self-worth. This is especially likely where network members are resource poor and where the person with a LTC is unable to reciprocate40-42. Living with a LTC has implications for peoples’ perceived and actual life chances, sense of control over their lives, perception of dignity and worth in relation to others, and social position43,44. 
Here we draw on an empirical study of people with LTCs, selected from GP practices located in deprived areas in Greater Manchester. We were interested to find out how respondent’s discussions about the MacArthur scale can inform understanding of the meanings attributed to social status by people with a LTC. We aimed to explore the interpretative meanings that respondents gave to the SSS measure, and to consider the implications for policy in terms of the development of targeted interventions for people with LTCs.
Methodology
Setting, sampling, and data collection 
A cross sectional survey was undertaken in 2010 in Greater Manchester, Northwest England. This is a region, which has the lowest life expectancy in England, and cardiovascular diseases are the single most important source of morbidity and premature mortality in the conurbation. A randomized sample of 300 patients with diabetes and heart disease were recruited from the GP registers of 19 GP practices most of which were located in deprived areas of the Greater Manchester. A postal questionnaire including questions on socio-demographic background, medical conditions, health status, health care utilization, social capital, and social support was distributed. This was followed by face-to-face semi-structured interview that was conducted in participants’ homes. The face-to-face interviews included questions about the patient’s personal social networks implicated in providing support with a chronic illness such as the perceived support provided by carers, relatives, friends, neighbours, and statutory and voluntary services. Networks of support were mapped using a diagram of three concentric circles reported elsewhere45. In total, 2,001 letters were sent and 314 reply slips were returned (15.69% response rate). 14 participants were excluded from the analysis because they did not have a full dataset (postal and network interview). The final analysis included 300 participants and the sample characteristics are presented in Table 1. In the MacArthur scale respondents were asked to place themselves on the ladder in terms of wealth, education, and occupation, in relation to other people in the UK. The question was worded vis: 
“Think of this ladder as representing where people stand in our society. At the top of the ladder are the people who are the best off – those who have the most money, most education and best jobs. At the bottom are the people who are the worst off – who have the least money, least education, and the worst jobs or no jobs”. The higher up you are on this ladder, the closer you are to the people at the very top and the lower you are, the closer you are to the people at the very bottom. Please mark a cross on the rung of the ladder where you would place yourself.’
 In another section of the questionnaire respondents were asked to assess the social status of each of their network members in relation to themselves. Respondents were given five options: a lot higher, higher, same as myself, lower, a lot lower. 

Table 1 Sample characteristics

	
	N (%)

	Age
	Mean = 65.3 (SD=12.62)



	Sex

 Male

 Female
	193 (64.3)

107 (35.7)



	Tenure

 Owns

 Rents
	187 (62.3)

113 (37.7)



	Income (total annual household)

 >= £5,199

 £5,200 - £10,399

 £10,400 - £15,599

 £15,600 - £20,799

 £20,800 - £25,999

 £26,000 - £31,999

 £32,000 - £51,999 

 £52,000+


	17 (5.7)

82 (27.3)

79 (26.3)

49 (16.3)

27 (9.0)

19 (6.3)

18 (6.0)

9 (3.0)

	Occupational Class (NS-SEC)

 Higher managerial

 Lower managerial

 Intermediate occupations

 Small employers

 Lower supervisory

 Semi-routine occupations

 Routine occupations
	33 (11.0)

57 (19.0)

38 (12.7)

43 (14.3)

37 (12.3)

37 (12.3)

55 (18.3)



	Education

 No qualifications

 GCSEs

 A Levels and other qualifications 

 NVQ, HNC or HND

 First degree or professional qualification

 Higher degree 
	131 (43.7)

40 (13.3)

38 (12.7)

35 (8.3)

53 (17.7)

13 (4.3)



	Employment

Retired

Long term sick

Looking after home and family

Seeking employment

In paid work

Voluntary work

In full time education

None of the above
	148 (49.3)

52 (17.3)

19 (6.3)

6 (2.0)

62 (20.7)

1 (0.3)

1 (0.3)

11 (3.6)



	MacArthur scale (from lowest to highest)

 1st rung

 2nd rung

 3rd rung

 4th rung

 5th rung

 6th rung

 7th rung

 8th rung

 9th rung

 10th rung


	10 (3.33)

15 (5.0)

25 (8.33)

39 (13.0)

64 (21.33)

78 (26.0)

32 (10.67)

27 (9.0)

3 (1.0)

7 (2.33)
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Mixed methods approach to analysis
The use of mixed methods, combining qualitative and quantitative techniques, for data collection and analysis is predicated on the premise that different techniques can complement each other and comprehensively address a specific research question. Using a mixed methods approach can potentially lead to a deeper understanding of the topics under investigation by bringing together the strengths of qualitative and quantitative techniques46,47. The quantitative analysis was aimed at testing the relationships of three sets of predictors of the MacArthur scale. These were: 1) SES and material resources, 2) network resources and social capital, and 3) capabilities to do things that are valued. The qualitative analysis was aimed at identifying the key themes illuminating the meaning of social status. The qualitative phase of the study was used in order to extend and help explaining the findings from the quantitative phase. 
Quantitative analysis
The primary measures of SES were household income, individual occupational class, and level of education. The study also collected data on other variables associated with access to material resources, most notably home ownership, employment status, and an area based measure of deprivation (indices of multiple deprivation (IMD)). Social support (social capital) was measured through a set of health related measures including: the size of the support network, number of people who provide extensive and wide ranging support; and a broader set of questions about access to everyday forms of support (‘resource generator)’48,  the presence of proximate children, and the number of people who are contacted frequently. Whilst the questionnaire was not specifically designed to measure capabilities, we used as proxies questions about health, sense of normality (in relation to health) in everyday life, burden to others, integration and involvement with social activities, neighbourhood safety, and subjective perception of happiness and well-being, and fatalism. Detailed definitions of the measures used are provided in Table 2.

Table 2 Description of measured used

	
	Description (variable coding)

	SES and material resources

	Income
	What is your household's total income from all sources? (1: low – 8: high)

	Occupational class
	Occupational class based on job title using ONS socio-economic classification (1: professional – 8: manual)

	Education
	Highest qualification achieved based on national qualifications framework (1: no qualifications – 8: higher qualifications)

	Home ownership
	Participants were allocated to one of 2 categories: own home or rent (1: Own, 2: Rent)

	Employment Status
	Employment Status (0: not in employment, 1: in employment, education or voluntary work)

	Area characteristics
	

	IMD (Indices of Multiple Deprivation)
	Score on Indices of Multiple Deprivation (2007) (higher scores indicate areas that are most deprived)

	Health Related Support

	Size of support network
	Number of network members with a non-zero score on any work dimension within the whole network

	Illness work
	The total amount of illness specific work (health management, taking medications, regimen work, interpreting measurements, understanding symptoms, making appointments) done within the network across all network members.

	Practical work
	The total amount of practical everyday tasks (housekeeping, repairing, child rearing, generic support related to diet and exercise, shopping, personal care) done within the network across all network members.

	Number of superhelpers
	A network member was defined as a superhelper if they scored above threshold scores across different types of work. These were then aggregated per network to give a total number of “super-helpers” per network.

	Broader Social Support

	Proximate children
	Number of own children cohabiting, within a short walk or within a short car or bus journey within the total network 

	Frequent contact
	Number of network members in the support network contacting the ego at least daily or weekly 

	Local amenities and neighbourliness
	Satisfaction with local amenities and neighbourliness based on factor analysis of larger neighbourhood scale.

	Resource generator
	Based on scale derived by Webber and Huxley [48] 

	Capabilities/ Capacities/ Valued Activities

	General health (self-rated)
	Self-rated general health (taken from SF-12) (1: poor health – 5: excellent health)

	Number of conditions
	Total number of health conditions the respondent has.

	Satisfaction with social involvement
	Satisfaction with opportunities to participate in local activities.

	Social involvement
	The number of social activities 

	Normalisation
	New scale measuring the normalisation of the condition and the work associated with the illness. (higher score indicates that the illness is more normalised for that person)

	Happiness 
	Based on two questions: Taking all things together, how happy would you say you are? All things considered, how satisfied are you with your life as a whole nowadays? (1: extremely dissatisfied – 10: extremely satisfied). 

	Perception of safety within local neighbourhood
	Satisfaction with perceived safety of local neighbourhood based on factor analysis of larger neighbourhood scale.

	Help given to others
	The total amount of support or help given to others.

	Burden 
	The percentage of work done by the network member who does the most work in the network.

	Fatalism 
	The extent to which a person thinks that their illness is due to chance or fate (0: low– 10: high)


We used univariate regressions (Table 3) to examine the relationship between participants’ reported SSS as the dependent factor and each separate measure of material and social resources and capabilities. A series of multivariate regression analyses followed. Model 1 used income, occupational class, and education - our primary measures of SES - as joint predictors of SSS. Model 2 added variables associated with access to material resources; viz IMD, employment status, and home ownership. We added all measures of social support and capabilities that had a univariate relationship with SES at a p-value of 0.1 or less (we used p<0.1 rather than p<0.05 to avoid excluding potentially important multivariate relationships prematurely). Backwards ‘stepwise removal’ was then applied to reach a final model (Model 3) in which all variables were associated with SES at p<0.05 or less.

Table 3 Univariate relationships with SSS scores 

	
	βa
	P-value

	Individual Characteristics

  Age

  Gender
	.095

-.010
	.101

.864

	SES and material resources

 Income

 Occupational Class

 Education

 Home ownership

 Employment Status
	.262

-.205

.196

-.286

.054
	<.001

<.001

.001

<.001

.351

	Area characteristics

   IMD
	-.187
	.001

	Health Related Support

  Size of Support Network

  Illness Work

  Practical Work

  Number of superhelpers

    One superhelper

    Two or more superhelpers 
	-.029

-.097

-.120

-.047

-.095
	.618

.093

.038

}.357

	Broader Social Support

  Proximate Children

  Frequent Contact

  Local amenities and neighbourhood

  Resource Generator
	-.096

-.052

.138

.033
	.096

.368

.812

.574

	Capabilities/ Capacities/ Valued Activities

  General Health


  Number of Conditions

  Social Involvement

  Satisfaction with Social Involvement

  Normalisation

  Happiness

  Neighbourhood Safety

  Help to others

  Burden

  Fatalism
	.283

-.166

.217

-.089

.232

.284

.178

.009

-.304

-.094
	<.001

.004

<.001

.124

<.001

<.001

.002

.872

.600

.105


a Standardised coefficient from univariate regression. 

Qualitative analysis
The qualitative analysis was organised in two stages. Stage 1: All interviews were audio recorded and the sections where respondents spontaneously initiated a discussion about the two ladder questions were transcribed verbatim. There were 130 interviews in which respondents made comments in response to the MacArthur scale, and there were 109 interviews in which respondents discussed social status in relation to members of their networks. There were 176 interviews (out of the 300) where the two social status questions were followed by a discussion. A thematic analysis was undertaken of the transcribed interview sections. The sections were first coded independently by CS, SCS, and CS and then the researchers met to discuss, examine and agree on emergent codes and themes. During these meetings a list of final themes and the frequency table of their occurrence was produced (see table 4). In order to gain more interpretative depth as to how respondents understood social status we looked, in stage 2 of our analysis, at the broader context of people’s life trajectories and their experiences of living with a LTC.  Stage 2: a thematic analysis was undertaken of a subset of 35 interviews that represented people who scored across the range of the MacArthur scale. The interviews were transcribed verbatim and thematic analysis was undertaken. The researchers coded transcripts independently (SC, SCS, CB, and IV) and then met to examine, discuss, and agree on emerging codes. A list of final themes was produced. The results of the quantitative and qualitative stages of the analysis were compared and a synthesis of findings was discussed in relation to theories of subjective social status and the capabilities approach. The analysis of the findings informed the discussion of the key questions raised in the paper.
Table 4: Frequency of themes discussed in relation to the MacArthur scale

	
	Ego* 
	Alters** 
	Ego or Alters*** 

	Socio-economic status 
	N (%)
	N (%) 
	N (%)

	Wealth/income
	82 (63.1)
	51 (46.8)
	110 (62.5)

	Education
	25 (19.2)
	23 (21.1)
	40 (22.7)

	Occupation
	19 (14.6)
	27 (24.8)
	41 (23.3)

	‘Class’/’Status’
	12 (9.2)
	7 (6.4)
	17 (9.6)

	Other resources 
	
	
	

	Employment
	21 (16.2)
	23 (21.1)
	41 (23.3)

	Home ownership
	8 (6.2)
	10 (9.2)
	16 (9.1)

	Locality
	3 (2.3)
	4 (3.7)
	7 (4.0)

	Family as a financial burden/resource
	0 (0)
	2 (1.8)
	2 (1.1)

	Language
	0 (0)
	1 (0.9)
	1 (0.6)

	Capabilities to do valued things
	
	
	

	General capabilities
	38 (29.2)
	12 (11.0)
	49 (27.8)

	Happiness
	17 (13.1)
	4 (3.7)
	20 (11.4)

	Prospects
	8 (6.2)
	6 (5.5)
	13 (7.4)

	Satisfaction with occupation
	8 (6.2)
	1 (0.9)
	9 (5.1)

	Family as fulfilment
	4 (3.1)
	1 (0.9)
	5 (2.8)

	Emotional well-being
	2 (1.5)
	0 (0)
	2 (1.1)

	Health and physical capabilities 
	
	
	

	Health
	10 (7.7)
	8 (7.3)
	17 (9.6)

	Physical capability
	4 (3.1)
	5 (4.6)
	9 (5.1)

	Restricted resources and capabilities
	
	
	

	Being retired
	11 (8.5)
	12 (11.0)
	23 (13.1)

	Age
	2 (1.5)
	6 (5.5)
	7 (4.0)

	Feeling/being worth/valued
	
	
	

	Mental capability
	4 (3.1)
	11 (10.1)
	15 (8.5)

	Social worth
	5 (3.8)
	8 (7.3)
	13 (7.4)

	Matter to others
	4 (3.1)
	4 (3.7)
	8 (4.5)

	Moral behaviour or self-reliance
	5 (3.8)
	1 (0.9)
	6 (3.4)

	Motivated to better him/herself
	3 (2.3)
	3 (2.6)
	6 (3.4)

	Dignity/respect
	3 (2.3)
	0 (0)
	3 (1.7)

	Prestige
	0 (0)
	2 (1.8)
	2 (1.1)

	Hard work
	0 (0)
	1 (0.9)
	1 (0.6)

	Comparisons between past and present
	
	
	

	
	16 (12.3)
	4 (3.7)
	19 (10.8)

	Relativist perceptions about value and moral worth


	
	
	

	Everyone is equal
	1 (0.8)
	2 (1.8)
	3 (1.7)

	It is subjective
	2 (1.5)
	1 (0.9)
	3 (1.7)

	Personal (dis)like
	0 (0)
	3 (2.6)
	3 (1.7)

	Adapting is in the mind
	1 (0.8)
	0 (0)
	1 (0.6)

	Total number of cases (out of 300)
	130 (43.3)
	109 (36.3) 
	176 (58.7)


* Discussion in response to the MacArthur scale only; ** Discussion related to network members only (where they stand on the ladder compared to the respondent); 

*** Discussion related to standing on the SSS ladder of the respondent or his/her network members.
Results 
Quantitative findings
The univariate analyses of SSS with each resource and capability measure are summarised in Table 3. This indicates statistically significant (p<0.05) first-order relationships with five of the six material resource measures: income; occupational class; education; home ownership; and IMD. SSS was related (p<0.05) to a number of the indicators of capabilities associated with: general health; number of LTCs; number of social activity types; normalisation; well-being/happiness; and neighbourhood. There were no significant relationships with the social support measures.

In the initial multivariate model (Model 1; Table 5) SSS was significantly associated with income; but after controlling for income the (first-order) relationships with education and occupational class were no longer statistically significant. This model explained relatively little of the variation in SSS between respondents (adjusted R2 = 0.10). In Model 2 both income and home ownership were significantly associated with SSS, but again the model explained relatively little of the variation in SSS (adjusted R2 = 0.13). 

Table 5 Summary of multivariate regression models

	Explanatory variables
	Model 1
	Model 2
	Model 3a

	
	βb
	P-value
	βb
	P-value
	βb
	P-value

	Individual Characteristics

  Age

  Gender
	.16

.03
	.012

.546
	.14

.04
	.030

.501
	
	

	SES and material resources

  Income
  Occupational class
  Education
  Employment Status
  Home ownership
	.24

-.08
.11
< -.01
	<.001

.164
.063
.969
	.19

-.06

.11

-.02

-.20
	.004

.348

.065

.711

.001
	.18

-.19
	.001

.001

	Area characteristics 

IMD
	
	
	< -.01
	.992
	
	

	Health Related Support 

  Practical Work
	
	
	
	
	-.15
	.005



	Capabilities/Capacities/Valued Activities c

  Social involvement

  Happiness
	
	
	
	
	.15

.21
	.005

<.001

	Explained variance d
	9.96%
	12.84%
	19.79%

	a Final model after backwards elimination of non-significant variables

b Standardised regression coefficient

c Derived from face-to-face interviews

d Based on the adjusted R-squared for the model


Model 3 introduced the social support and ‘valued things’ (capabilities) measures. We used backwards elimination to arrive at the most parsimonious set of predictors, which resulted in a final model consisting of five variables: income, home ownership, practical work, social involvement and happiness. This model explained more of the variation in SSS than the models based on material resource variables alone (adjusted R2 = 0.20). 

Qualitative findings 
The qualitative analysis illuminated further the central role that income and wealth play in how people with chronic illness identify their social status. Narratives of coping with life with chronic illness were centred on two broad themes, employment and wealth; and emotional well-being and sense of control. 
Employment and wealth

Although income, education and occupation were all explicitly introduced during the interview as markers of socio-economic status it was income that was most prominently discussed (see table 4). The lower prominence of education and occupation in respondents’ assessments may reflect the fact that many of the respondents were retired and/or unemployed as a result of their LTC. The latter suggests a breaking of the link between participation in the labour market and access to resources. A loss of meaning could also accrue from one’s history of migration. However, it was the divide between being employed or not that was most central to respondents’ social status assessment narratives. 
When he [network member] was working he would have been equal or above, but I would say he is lower [on the social ladder] now. 
(male, 50, income equal to mean, 3rd rung of ladder) 
If you had come to me 12 months ago, I would have been three-quarter up there... We are not doing too badly. We are not at a poverty state. 
(male, 61, income above mean, 5th rung of ladder) 
Being employed was associated with a source of income, but of more salience was the content of work, social environment, personal satisfaction and sense of achievement of the work done, introducing a dimension of quality and value in the assessment.

Well, I certainly didn’t earn top money but I earned enough to live on and I don’t think money is everything. I think enjoying your work and doing your work to the best of your ability is what gives you satisfaction…I couldn’t go and do a job for seven and a half hours a day not enjoy it. Okay there are days when you don’t feel like it, but you’ve got to enjoy what you’re doing to do the best haven’t you, and fortunately I did. I am middle of the road I suppose. 
(female, 77, income equal to mean, rents home, 5th rung of ladder)

In contrast, the lack of employment, or the threat of losing it, due to chronic illness, was linked to experiencing loss of status and lack of future prospects restricting life chances. 

I’ve no job; I can’t see me having prospects of a job, due to my illness. Obviously, with no job, there’s no money, I’m just on benefits so that keeps you at a certain level anyway, it keeps you at the bottom…You can’t go up on benefits. 
(male, 56, income below mean, 1st rung of ladder)

Respondents experienced considerable difficulty in rebuilding meaningful activities outside employment. This was in part due to living with a chronic illness and experiencing declining physical capacity, and was illustrated by a 63 year old retired woman, on a very low income, who put herself at the bottom of the ladder. She spoke a lot about work, which she was forced to give up because of her deteriorating health and she now really missed it. She felt much better when working. Work gave her a sense of meaning, but she also thought that ‘work makes you independent’, which she no longer felt she had. She was also limited in what she could do due to low income as she got a ‘hundred and odd quid per week which is crap’. This only allowed her to have a ‘ride out’ in the car once a month as otherwise she could not afford to pay for petrol. The sense of value she attributed to being at work has not been restored in her current life. The restriction imposed by poor health was made worse by a sense of having become a burden: her doctor tells her she is an expensive patient. Although she was aware of local community groups that could potentially offer such links she did not join as she thought they were ‘for old people’. The only things that kept her going were smoking and putting bets on the horses. 

The central role given to lack of employment reflects the unconducive circumstances within which respondents were unable to enact processes of restorative action regarding status. The latter might indicated the absence of good alternative routes through which social status could be rebuilt outside of the labour market. Where this has been possible was achieved through the availability of substantial amount of financial resources.


We don’t have a lot of money now because I’ve chosen to give up my job, but we had a decent amount of disposable income to have holidays with, and just not have too many worries and things. 
(female, 42, income above mean, 7th rung of ladder)
Emotional well-being and sense of control

Social status was also associated with people’s sense of control over their life, leading to feelings of stress and depression. For those who put themselves at the bottom of the ladder this tended to be linked to stories of lifelong struggles, coping with death or terminal illnesses of close relations, or a history of abuse. One of our respondents (male, 57, income below mean, bottom of ladder) had a history of abuse in childhood, but also talked about being overweight and lacking respect for himself. 

I can be talking to you normal and the next minute I sink into such despair that all I see around me is just clawing up a mud pit […] I wake up with the black dog and I go to bed stroking the black dog and it's been the bane of my life. I can be as happy as a pig in a poke but it still comes, and I’m not blaming no-one. I mean I’m not blaming no-one, what happened to me when I was a kid happened to thousands and perhaps they coped with it. I mean I am physically, mentally, emotionally, I’ve not been able to cope with it. I’ve hid it, I’ve put it to one side, but the black dog has always been there. He will always come out and no matter what medication I take; it will always raise its ugly muzzle.

A female respondent (65, income below mean, bottom rung of ladder) reported a stressful upbringing with some of her sibling dying at an early age and her parents in deprived conditions. This pattern was repeated in her later life. She had an abusive husband who she divorced and then brought up the children by herself. She was the main carer for her grown up children one of who has health problems. She did not like the area where she lived as her next door neighbour was murdered in the house. Life around her was chaotic and she felt constantly stressed out. She linked having had a stroke to stress, and her deteriorating health added to her difficulties to cope. Going to bingo was her main outlet, but she found it difficult to maintain. 

I: Have you always been a bingo goer? Have you always gone to bingo?

R1: No, only in the later years, because I don't drink, I don't go anywhere, so when I 

did start going out I didn’t know where to go. Then I went to bingo one evening and 
thought oh well, even if it’s only once a week it’s somewhere to go, you look forward 
to it.
[…]
R2:
And then when she does manage to get out she likes bingo, and they’ll ring her at 
bingo, ‘what are you doing there? You shouldn’t be at bingo.’

R1:
‘What are you doing out? What are you doing at bingo?’ And ringing right in the 
middle of it, and you turn the phone off and then there’s, ‘you turned the phone off on 
me.’ That’s because I went to bingo.

R2:
They’re telling her she shouldn’t go to bingo….She doesn’t go to pubs, or 
anything…
Like they have social activities what they do round here, and they’ve 
asked you to go, like they’ve had one up to now, haven’t they? …But she doesn’t go 
anywhere else, she just likes her bingo, but then they moan about her wanting to go to 
bingo…So it’s just stressful for her all the time.

Feelings of depression were also linked to isolation. A 69 year old male (retired, income lower than mean, 2nd rung of ladder) for example discussed his experience of decline in physical capacity, pain, and low income, which made it difficult to keep existing social contact and valued activities. He had no friends and family nearby and ‘doesn’t speak to anybody’. Because he felt very isolated he kept a diary with the people who came to the house. He used to meet friends in the pub, but could not do this anymore and lamented the loss of his social life. It was his faith that kept him going. 
Lack of capacity for maintaining social contact could be made even more difficult when linked to an ideology of self-reliance and translated into values of independence and pride where one ‘would hate to trouble anyone for anything’ (female, 62, employed, income below mean, 3rd rung of ladder). However, deteriorating health required support from others, leading to a sense of losing personal autonomy and social status. Thus, a 46 year old man talked about the decline in physical ability since he became ill as the `end of the good ole days'! He used to have a high pressure job (was a chef and there were 200 sittings in 2 hours), which he contrasted with the present: he had arthritis in the spine, he frequently had to stop when walking, felt down and depressed because he could not do things. He linked this to a sense of decline in masculinity as he had been head of the family, but now had to depend on his wife and daughters. When asked about his position on the ladder he said “I fell of it! - I'm not even on the bleeding ladder, I'd be holding it”! 

Discussion
The main aim of this paper was to explore the meanings that people with chronic illness attributed to social status as measured by the MacArthur SSS scale. Our findings indicate that access to material resources plays a central role to how people with LTCs assess their social status, income and wealth being the most important factors. Thus, having financial independence (associated with higher income and the security of owning one’s home as well as being able to live in a safe neighbourhood) took precedence over factors such as education and occupation. In the latter case power and prestige were more immediately mediated through access to the labour market. 
Employment was not identified as an objective predictor of SSS (see table 3). However, the qualitative analysis undertaken indicated that employment was a key subjective marker and reference point through which people construct narratives about value, worth, and capabilities in the present context of life with a LTC. The central role given to lack of employment indicated the absence of routes through which social status could be rebuilt outside of the labour market. Assessment of social status was therefore connected to past practices and collective identity49, but might also reflect an unsubstantiated (according to our findings) belief that employment improved life chances. Such belief might be due to employment operating as an ideology according to which having just any job would be preferable to having no job at all. In addition there is also stigma attached to being unemployed50. However, bad jobs (e.g. poorly paid, irregular, with high level of uncertainty) would be unlikely to significantly improve one’s health and life chances51,52. The narratives about money and employment were indicative of the difficult circumstances, which many respondents faced and the near impossibility to enact processes of restorative action regarding status.
Our findings also showed that access to social capital has a more complex relation to the SSS of people with LTCs than their access to material resources. Specifically, we found negative association between the amount of practical work done by network members and SSS. This might suggest that while the support by network members can be a valuable resource, as it can partly offset the restrictions imposed by poor health, accepting such support comes with the awareness of the financial, time and emotional pressures that this puts on network members. Additionally, having to rely on others for support with familiar everyday tasks in particular is likely to be associated with loss of independence and control over one’s life. It is therefore an option that is likely to only be used when absolutely necessary and therefore might indicate restricted physical capacity. Thus, network support constitutes a specific type of resource for people with LTCs, which while relevant for their social position follows logic different to socioeconomic factors such as income and wealth.

Our data also indicates that the meanings that people attribute to social status are not reducible to access to resources, and transcend the boundaries of personal achievement and income. Whilst variables such as life satisfaction have been found to predict SSS in previous studies such findings have tended to be interpreted as primarily relating to psychological factors and individual traits. However as our qualitative analysis demonstrated, people tended to be ‘happy’ or ‘unhappy’ because they had good reasons to be ‘happy’ or ‘unhappy’ (e.g. life events and opportunities), indicating that ratings of happiness reflect actual life circumstances, and the presence of conditions that people place value on53,54. This interpretation of happiness is consistent with an underlying assumption where subjective evaluations are seen to carry an objective element which is not reducible to individual emotions, preferences, or traits29. 
Thus, we found that assessments of position on the social ladder were made in relation to whether the people in our study had a sense of control over their lives, and how happy, stressed or depressed they felt as a result; whether they felt physically independent, valued by others, and able to do something worthwhile. Our findings indicate that the possibility of achieving these values was closely linked to having high income and it also appeared to our respondents that achieving them outside of the formal labour market was unlikely. However, there was an indication that social participation and engagement with one’s social network might offer some such opportunities. We found a positive association between SSS and social participation. This indicated that weak and less visible ties such as membership and regular involvement with social groups and local organisations55 might play an understated role for the health and well-being of people with LTCs56,57. For example weak ties have been found to be more durable and less liable to loss over time than strong ties. Weak ties also make it easier to construct a sense of reciprocal exchange than is the case with other health related relationships58. Given that SSS was associated with a sense of worth, being respected, and mattering to others, social participation can be seen as an indication of the importance of feeling valued by others59,60. It is also a potential avenue for establishing meaningful and rewarding relationships that are both outside of the formal labour market and are not over-determined by the cash nexus. 

Involvement with social groups may be an indication of a relatively good health that makes such engagement possible. Good health both as a value in its own right and also as mediating access to the labour market, social participation, and personal independence plays a central role to how people with LTCs define their position on the social ladder. This finding suggests that health status is best seen as a predictor of SSS, which is at odds with the main thrust of the current use of the MacArthur scale primarily using SSS as a predictor of health outcomes. Drawing on our findings it could be argued that objective and subjective measures of social status offer different perspectives on health inequalities, and therefore are best used in conjunction with rather than as alternatives to each other. 
The potential importance of social participation for introducing a sense of valued social status has implications for policy as it indicates that self-management approaches need to be supplemented by a clearer recognition of the role that social networks play in the management of LTCs36. A cautionary note is that whilst support by network members and building social capital can partly offset the restrictions imposed by declining physical capacity accepting such support might also be seen as a challenge to one’s independence61 and as imposing restrictions of others62,63.  Therefore interventions may need to consider placing a stronger emphasis on understanding social context and on creating environments where people with chronic conditions could be involved in meaningful activities and feel valued and of tangible utility to other people. 
Limitations and future research
The qualitative findings of this study are based on spontaneously generated discussions prompted by the MacArthur scale and the themes generated in a subset of the interviews, which limits the interpretative scope that such an analysis allows. Our experience of using mixed methods in this study indicates that the MacArthur scale can be a useful heuristic device in exploring the relationship between identity, class and health, which tends to be a latent topic in initial lay accounts of people who are most exposed to disadvantaging environments64. The spontaneously generated reflections around social status suggest that if the scale is purposefully used for in-depth interviewing it is likely to encourage reflections that extend beyond public accounts of social status, identity, and health. Such research could lead to the development of more refined measures of capabilities and social status. 
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