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Abstract

Multiple Sclerosis (MS) is a progressive, unpredictable neurological disease. Little research has examined adjustment to living with MS, especially within early disease stages. We interviewed thirty people with early stage MS and analysed transcripts using thematic analysis. Early stage MS was typically considered difficult but manageable and was dealt with through positivity and practical strategies to preserve normal life. However, adjustment seemed precariously contingent on reasonable current and future health status. Participants described disinclination towards involvement in the stigmatised world of MS.  Findings have implications for sensitive services for people with MS and question acceptance as a marker of appropriate adaptation.  
Introduction

Multiple Sclerosis (MS) is a common, chronic, incurable neurological disease which is often diagnosed in young to mid adulthood. People with MS (PwMS) can experience various unpleasant, unpredictable and potentially disabling symptoms  including spasticity, disturbances to strength, balance, sensation, vision, bowel, bladder, sexual dysfunction, cognitive impairment, pain and fatigue. Around 85% of people initially present with a relapsing-remitting disease course. However, for most patients the disease becomes more progressive with time, and impairment accumulates.  A minority of pwMS have a progressive disease form from onset (Goodkin, 1998). 

MS can profoundly impact multiple life domains including employment, home responsibilities, social activities, and family and romantic relationships. Many people appear to be able to adjust to the challenges MS brings (Antonak & Livneh, 1995). However, research has clearly demonstrated high levels of psychosocial problems in people with MS including psychological distress (Zorzon et al., 2001; Janssens et al., 2003) relationship and social role difficulties (Hakim  et al., 2000; Mohr et al., 1999) and impaired quality of life (Janssens et al., 2003).

Much existing psychosocial MS literature has focussed on factors involved in ‘successful’ or ‘unsuccessful’ adjustment to MS. These studies consider psychiatric morbidity, role functioning, and quality of life as indicators of adjustment, and have had some success in explaining or predicting these adjustment outcomes from factors such as coping strategies, social support, and MS-specific cognitions and behaviours (Dennison, Moss-Morris, & Chalder, 2009).

In contrast, little work has considered the process of adjustment to MS over time.  Rather than viewing adjustment as a desirable end state, a more interesting question is about how people adapt as they manage the changes that serious and chronic illness brings to their lives.  Brennan  (2001) suggests studying the components involved in adjustment to illness, what is it that is being adjusted and what is involved in this process.  Chronic illnesses are not single, static stressors, to which one can successfully adapt, but complex ones that changes over time and create ongoing challenges. In the case of MS, the illness course is particularly unpredictable and the future unclear.  To understand how people manage the adjustment process it is important that adjustment is studied in detail, in context, and from the perspective of the person with MS    Qualitative methodologies, where an open exploration of the person’s experience is fundamental, are well placed to address these issues. 

Many existing qualitative studies are geared towards understanding specific symptoms. Few studies have specifically examined the psychological adjustment  process. However, a number of studies of the lived experience of MS have yielded  findings regarding the individual’s own process of psychological adjustment. 

Overall, qualitative studies converge in presenting a complex mixture of negative MS-related experiences, intertwined with some positive experiences. Most studies present an optimistic picture of adjustment to MS; despite a number of upsetting and debilitating challenges many people respond in ways that mean they can maintain an acceptable or good quality of life.  

The symptomatic period prior to diagnosis is often described as confusing and frustrating. Diagnosis is almost always experienced as devastating and feelings of grief, depression and fear are widespread, sometimes accompanied by relief at having symptoms identified and validated (Edwards, Barlow, & Turner, 2008). Studies also identify a lack of support and insufficient information about MS from health professionals at this time as factors that increase distress (Edwards et al., 2008; Irvine, Davidson, Hoy, & Lowe-Strong, 2009). Participants’ stories often feature struggles with experiencing symptoms, and living in a body which is unrecognisable and in conflict with their mind (e.g. Olsson, Lexell, & Soderberg, 2008). Participants identify the impact of symptoms on employment, mobility and independence as being key challenges and ongoing losses related to MS symptoms cause grief and distress (Edmonds, Vivat, Burman, Silber, & Higginson, 2007) Participants also tend to emphasise the wider impact of the disease; dwindling opportunities for a satisfying social life, changes to roles, identity, and interactions with friends and family (Edmonds et al., 2007; Irvine et al., 2009; Mohr et al., 1999).  The uncertainty surrounding both longer term prognosis and day-to-day functioning is a key difficulty (Finlayson, Van Denend, & DalMonte, 2005; Somerset, Sharp, & Campbell, 2002).  However, participants often describe the empowering nature of information about MS and the value of interacting with other PwMS  (Edwards et al., 2008; Malcomson, Lowe-Strong, & Dunwoody, 2008). Participants discuss trying to take control and self-manage MS, with a complex mixture of fighting spirit and resignation to its ongoing presence in their lives (Malcomson et al., 2008; Reynolds & Prior, 2003). Many participants stress the necessity of adopting a positive attitude as well as the importance in finding realistic ways to add or maintain pleasure, quality and value in their lives (Malcomson et al., 2008; Reynolds & Prior, 2003). Some participants manage to find meaning or even benefits from their MS experiences (e.g. Finlayson et al., 2005; Mohr et al., 1999; Olsson et al., 2008; Pakenham, 2008). 

Interestingly, aside from describing reactions to diagnosis, early adjustment has received little research attention compared to the more symptomatic and disabling later disease stages. However, significant distress is often experienced in early stage  MS (Janssens et al., 2003). Furthermore, during this period people start learning about MS and its consequences and developing management strategies.  

This study explored psychosocial adjustment to living with early stage MS. Our research question pertained to how people experience living with early stage MS. We wished to look beyond the issue of dealing with a diagnosis, to consider how people address psychosocial difficulties they encounter and what they find helpful and unhelpful in doing so This study is unique in its focus on  in depth investigation into the process of adjusting to early stage MS. . 

Method

Recruitment

PwMS who had been diagnosed within the last eight years were recruited via the UK MS Society website (n=18) and NHS MS services (n=12). Sixty-four people expressed interest in participating, from whom we purposively sampled thirty individuals in order to obtain a sample varied in demographics and illness characteristics. Participants received written information about the study and provided written consent.  University and NHS ethics committees approved the study (ref: 07/MRE12/6).

Participants

The sample was predominantly female (73.3%) and white British (90%) . Many participants were in their 40s (36.7%) or 50s (33.3%). All had at least a secondary school education and 63.3% were married or cohabiting.

 Eighteen participants had relapsing-remitting MS (RRMS),  four had primary progressive MS (PPMS) and eight had secondary progressive MS (SPMS).  Mean time since diagnosis was 3.8 years (SD=2.1, range=2mths to 8 years).  Fifteen participants (50%) were fully ambulatory, twelve (40%) had limited ambulation, using a stick or crutches to walk. Three (10%) were wheelchair users. 

Procedure

Telephone interviews were chosen due to the geographical spread of the participants and illness-related difficulties in attending in person or foreseeing a suitable time for a home visit. Interviews were conducted by AD, a postgraduate health psychology student, under the supervision of LY, an experienced qualitative researcher. 


The interview consisted of a series of broad, open-ended questions about the participants’ experiences of MS, starting with the question “Can you start by telling me all about what you thought and felt when you were first diagnosed with MS?”  If necessary, prompts relating to experiences of symptoms, concerns, practical problems and social difficulties were asked.  For each experience described participants were asked about their reactions and what they found helpful and unhelpful. This pattern of enquiry was then repeated following the question “ Can you tell me all about what you think and feel about having MS now?”. Non-directive prompts were used to  follow up leads that were offered by the participants so that interviews could progress in unanticipated directions that were important to the participants. Interview length was typically approximately 45 minutes.  Following the open-ended questions a short structured interview took place to collect demographic and illness data.  All interviews were audio-taped and transcribed verbatim. 

Analysis

Data was analysed by [1st author ] with input from [2nd author].  Inductive thematic analysis was chosen for its flexibility and ability to provide rich, detailed and complex accounts of data (Braun & Clarke, 2006)  The analysis also incorporated aspects of grounded theory methodology (Charmaz, 2006). 

First, recordings were listened to and transcripts were read repeatedly.  Labels were noted in the margins of transcripts against segments of text which appeared to indicate common and salient themes. Where possible, participants’ own words were used as theme labels to avoid prematurely importing pre-existing theories and frameworks into the analysis. 

An index of initial themes and their locations was created, which was developed into a coding manual coding progressed. The analysis involved an iterative, dynamic process of moving between data and themes. Constant comparison was used, whereby the analyst’s understanding of the text and descriptions of themes was continually checked against the transcripts to ensure that themes were applied consistent and sensitively to the raw data. 

Themes were removed, added, merged, and refined and a detailed paper trail was maintained. Emerging themes were discussed at meetings to highlight clarifications or modifications that might improve the coherence and consistency of the analysis and to highlight potential features of the data that the themes did not yet capture. As themes were defined, deviant cases (i.e. data that does not fit with identified patterns) were deliberately sought out and themes were further to accommodate the different patterns.

Results
The thematic analysis delineated 35 themes relating to diverse aspects of adjusting to life with MS. These were organized into five superordinate categories (see Table 1
). 

[Insert Table 1]

In the following sections a brief overview of the broader findings is given. However,  a discussion of the properties of, and links between all of the themes is beyond the scope of a single paper. Therefore, we focus on the novel, unanticipated and interesting findings that emerged from the analyses regarding the acceptance of MS and disability in relation to self and identity. Theme labels are depicted in italics. Participants’ names have been replaced with participant numbers and MS type and time since diagnosis is noted for each quotation. 

Experiences of adjusting to early stage MS

Many participants described experiencing distress and fear at diagnosis and being overwhelmed by thoughts of being confined to a wheelchair and impending doom (The black picture; Feeling overwhelmed). However, seeking out more positive, optimistic information about MS had increased their perceived ability to tolerate the diagnosis and their perceived control over the disease (Arming self with information).

Participants reported developing practical coping strategies for symptoms and limitations (Managing symptoms; Good management; Adapting social and leisure activities) and were learning to adapt their behaviour and communication in order to improve social relationships (Managing others’ responses; Learning to accept help).  Social support, in various forms, was deemed critical for adjustment (Having help at hand; Having support; Abandoned at diagnosis). Whilst experiencing MS clearly elicited sadness, fear and frustration, many participants described a positive mental attitude as  fundamental for successful coping with MS (Being positive). Although participants had accepted that  being diagnosed with MS would likely bring change to their lives, most expressed a fighting spirit and were not prepared to ‘give in’ to MS (Don’t dwell; Focus on can not can’t; Not giving in). Curing MS did not appear to be an expectation or goal; participants seemed to be aiming to carry on with their lives and minimize disruptions to their valued activities (Keeping a normal life; Doing something valuable).  

With time (A process that takes time; Stages), many participants appeared to reach a point whereby MS co-existed with an acceptable quality of life and emotional well-being. However, this apparently positive adjustment seemed unstable (Good days, bad days) and was subject to ongoing threats from MS (Critical incidents; Intolerable intrusions). Many participants described how although they currently felt able to cope with MS and live in an acceptable way, successful adjustment might only be possible in the context of no severe symptoms or relapse (Precarious adjustment). 

I think it’s because I’ve been relapse free for, for so long […] if I’d have had a relapse like that every 6 months, I would be thinking differently, I’m sure.  [P7, RRMS, 2yrs, 8mths]

Their emotional adjustment appeared to be precariously balanced, and contingent on having reasonable current and future health. For ‘precariously adjusted’ participants, some threats for the future were perceived as unacceptable or intolerable and participants often stated that they simply would not be able to cope or adapt (Intolerable intrusions). Key threats were loss of ability to walk, drive, work and live independently.

Interestingly, there were actually no examples where a participant truly was unable to tolerate anything that they came up against; stories of past challenges ultimately ended in the person coping somehow.  A minority of participants had indeed already encountered, and coped with, severe stressors such as the need to adopt a wheelchair, the necessity of being cared for by others, the loss of employment, and extremely upsetting symptoms. The experience of managing Critical incidents previously viewed as intolerable appeared to contribute to moving from precarious to more stable, positive adjustment. 


Many participants described either engagement in or avoidance of the world of MS, and the other people who inhabit it  Joining or avoiding ‘the cripple club’. For many, significant difficulties and threats were associated with encountering reminders of illness and disability.  The four subthemes comprising the Joining or avoiding the cripple club theme are described below.  
Helpful interactions.

Many participants expressed how other pwMS offered support, understanding and practical advice that was perceived as superior, or at least different, to that otherwise available.  Nonetheless, many participants had purposefully not approached MS patient organisations and showed ambivalence or opposition towards becoming involved with other PwMS, and the ‘MS world’ more generally.

The spectre of what might happen.   

Participants described a need to protect themselves against thoughts about an unwelcome future.  Confronting reminders of the severe disability that MS can produce was extremely daunting.

It’s almost like a different world.  You know, which, you kind of know that you’ll probably have to join sometime, but you’re just kind of thinking well not yet please. [P5, SPMS, 3yrs, 3mths]

I’ve not really seen anybody in a wheelchair that’s got MS, because I choose not to go down that route.  I just don’t think I could stand to sit in a room with people that have got MS on the understanding that I could end up like that. [P2, RRMS, 8 yrs]

This sub-theme was particularly apparent in young, relatively newly diagnosed, and currently minimally impaired participants.   Encountering people with severe disabilities seemed to threaten their current ways of thinking about and managing MS. Although these participants were clearly conscious of the possibilities of decline, thinking about a grim future was not helpful for dealing with the practical impact of the disease, or for managing their emotional responses to it.  

The desire to distance oneself from the threat of what the future might hold was not limited to avoiding associating people with severe MS. Other symbols and reminders of MS were also difficult to deal with.  Information about mobility aids was particularly upsetting as this presented them with distressing and unwelcome images and questions about the future. 

It worried me.  It frightened me.  And again it brought up the spectre of what would happen if it all went, if it all progressed and I ended up having to use this or having to do that.  What would life be like? [P6, SPMS, 2yrs, 9mths]

However, encountering the destructive potential of MS was not deemed unhelpful by everyone. One participant suggested that exposure to worse cases of MS could actually make less severely affected people feel and manage better.

Not relating

Many participants described how they did not fit in with other pwMS. One participant had not been to her local support group due to concern that she would not be accepted into such a group because her early-stage disease was virtually invisible.

I almost feel as if I’m slightly a fraud, when you get people with wheelchairs and they’re struggling badly and I can walk.  [P5, SPMS, 3yrs, 3mths]

In contrast, most people who avoided engagement with MS patient organisations stated that they would not want to be accepted into such a group;  being like these people was undesirable. 

But get in with a whole load of ‘em.  I couldn’t.  No, I couldn’t go to [name of local club], thank you very much. [P23, SPMS 5yrs,]

I try really hard […]  but I just kind of think, ‘Am I just making myself part of a cripple club’ [laughs] sort of thing. [P5, SPMS, 3yrs,3mths]

Fear of witnessing decline and disability (described earlier) appeared to be involved here. Also apparent were negative stereotypes of other group members as people who were old, ‘properly’ disabled, stigmatised, and certainly unlike themselves.

I’m not, I’m not dribbling or, you know.  It sounds awful, but I’m not a, I’m not classically disabled. [P14, RRMS, 5yrs]

Some participants described people who chose to engage with MS groups as unlike themselves because they were absorbed in their MS. In contrast, most of our participants described dealing with MS through minimising the impact and not dwelling on difficulties, in order to maintain as normal life as possible. Becoming engaged in MS-related organisations was seen as moving towards a life based around MS.

Experiencing and avoiding stigma

Participants’ accounts suggested that some aspects of MS were considered potentially stigmatising. Mobility aids were consistently perceived as particularly threatening; symbols of having assumed the identity of somebody who is disabled, old and incapable. 

If you take a stick out, people look at you and think you’re disabled and some people have a problem with that.  I grapple with that sometimes, I actually won’t take a stick out unless I really, really have to. [P31, RRMS 2yrs,9mths]

Often participants reported struggling on without mobility aids or other forms of help and support. They successfully avoided the stigma and identity threats that these symbols bring, however this came at a cost: they became extremely fatigued, had limited ability to achieve things that gave value and pleasure to their lives, and relationships with others were affected.  One participant’s social life was troubled by walking difficulties and the embarrassment that this caused when people concluded she was drunk. Yet she rejected using a walking stick which she felt stigmatised her more.  Instead she relied on leaning against her boyfriend when going out. 

Several participants described coming to accept the need to use aids.  Often, significant events had demonstrated their value and necessity despite the undesirable identity consequences.  One participant discussed how the idea of using a mobility scooter finally became acceptable when he realised it would allow him to venture into the countryside with his dog, a cherished activity. By purchasing a “trendy” one he felt he had reduced the perceived stigma. Another participant experienced two dangerous incidents whilst walking and driving alone which began to persuade her that the benefits of accepting more help might outweigh the embarrassment.  She was, however, careful to avoid the stigma attached to the walking stick by framing it as a hiking stick. 

Discussion

Participants experienced MS as a distressing and intrusive condition but used information, support, problem-focussed coping, goal adjustment, a positive outlook, and a fighting spirit in order to maintain an acceptable level of well-being and quality of life.  In general, themes about how people approach adjustment to MS and what they find helpful and unhelpful echoed previous qualitative (Edwards et al., 2008; Irvine et al., 2009; Malcomson et al., 2008) and quantitative research (Dennison et al., 2009) which draws on data from people with more advanced MS. 

Interestingly, positive adjustment in early stage MS often seemed very unstable and precariously linked to low disease activity and severity. Furthermore there was an apparent unwillingness to engage with the threatening prospect of disease progression.. MS resulting in visible impairment, loss or reduction of independence, and reliance on mobility aids was considered highly stigmatised.  To our knowledge, these themes have not previously been highlighted. However, they have implications for adjustment over time. It appears that the adjustment process does not conclude when people with early stage MS get used to their symptoms and current limitations but would continue, and need further work in response to future changes in disease status.  Although many early-stage participants felt they would not be able to adjust if their disease became severe in the future, those who had actually encountered significant disability and decline did describe managing to cope with those circumstances. 

Participants described being ambivalent towards, or averse to involvement in what one participant termed “the cripple club”. Although most were aware of the benefits associated with involvement with other PwMS, it seemed that exposure to reminders of severe MS threatened their emotional wellbeing. These participants understood their diagnosis and the possibilities regarding prognosis, and were working hard to maintain their pre-diagnosis life and identities as normal, healthy people. They did not see themselves as “properly” disabled and their perceptions of others with MS or disabilities were often negative. To our knowledge, this is the first time these themes have been noted in PwMS; indeed previous studies found that interactions with PwMS are considered highly valuable and supportive  (e.g. Malcomson et al., 2008). However, a study of people with Parkinson’s disease reported similar findings regarding difficulties meeting others with the disease, seeing reminders of disability and admitting to being “one of them” (Charlton & Barrrow, 2002).  Resistance to enmeshment in life as an ill or disabled person may be part of the broader experience of early adjustment in unpredictable progressive diseases. 

Our findings suggest that participants avoid thoughts and reminders of present or future disability and dependence in order to protect themselves from thoughts they feel unable to tolerate. According to understandings of adjustment based in early psychoanalytic thinking (Freud, 1961) and models of death, dying and grief (Kuber-Ross, 1969) the responses of most of our sample would be conceptualised as denial. Strategies involving denial are traditionally considered natural and adaptive in the short term, but unhelpful or pathological longer term. This thinking has filtered down to health professionals and lay people such that it is taken for granted that acceptance is advantageous and denial is unhelpful (Telford, Kralik, & Koch, 2006). However, the accounts of our participants question this. There seem to be multiple, independent aspects of acceptance involved in dealing with a chronic illness. In some areas resistance appears to serve people well. In the context of MS, there is little certainty about the future and therefore little clarity about what it is that people might need to adjust to or accept. Many of our participants may never lose the ability to live independently or rely on a wheelchair. However, some will. . It may be that in different stages of the disease or different disease types (progressive versus relapsing -remitting forms), different strategies are adaptive. However, whether an avoidant, resistant, approach to illness and disability is indeed a useful strategy for psychosocial adjustment in the short and long term cannot be discerned from these interviews

The themes identified here suggest that although our participants had developed strategies for managing day-to-day MS difficulties, where possible they tried not to make MS a focus of their lives. This fits well with the Shifting Perspectives model of illness (Paterson, 2001). This model posits that people shift between having either wellness or illness in the foreground, but have a preferred, predominant perspective. Encounters and experiences are selected which will not be detrimental to their preferred perspective. Most of our participants seemed to favour the wellness-in-the-foreground perspective. Paterson argues that holding the burden of the illness in the background sustains a sense of well-being. Being with other pwMS and encountering images of disability is undesirable because it places illness in the foreground. 

 Many participants expressed a desire to avoid membership of what they evidently thought of as a stigmatised group and an alien, unwanted identity. Many authors have described the negative impact of chronic illness on self and identity. Charmaz (1983) explored how chronic illness can bring about suffering in terms of a “loss of self”, or a “diminished self”. Scrambler and Hopkins (1986) argue that people with chronic illness attempt to maintain self and avoid acquiring “spoiled identities”.  However, Adams, Pill & Jones (1997) suggest that damage to sense of self and identity is only experienced if the individual fails to reconcile the new social identity with existing identities, which are irrevocably inter-connected with the person’s sense of self. Furthermore,  Brownlee, Leventhal and Leventhal (2000) suggest that individuals attempt to regulate their self-identity in the light of their understanding of illness by developing “rules” to ensure that their illness representations fit with their sense of self  (e.g. maintaining independence in by refusing help from others).  Our participants appeared to be managing their self-identity by distancing themselves from stereotypes associated with ill and disabled people and the unacceptable threat and stigma associated with loss of mobility and independence. Similar processes were observed in a study of people with asthma where some patients accepted the label “asthmatic”, but redefined its meaning in positive, acceptable terms which did not impact their sense of self (Adams, Pill, & Jones, 1997). 

It is important to note that although a resistance to “the cripple club” was evident in many accounts a minority were comfortable with engaging with the world of MS and appeared to gain considerable benefit from it.  One possibility is that these differences were related to older age, longer experience of living with MS, having progressive forms of MS and/or higher severity of disability from MS.  However, it may be that avoidance and resistance is characteristic of, and useful for, those who are ‘precariously adjusted’ with their well-being linked to having a mild and stable disease trajectory. 

Study limitations

An important consideration is that participants in this study were recalling adjustment experiences retrospectively. Recall bias may influence the accounts presented, particularly in those participants who had a longer disease duration and thus more time living with and coming to terms with MS. Research has highlighted a tendency for people to reconstruct autobiographical memories in order to create a coherent, favourable view of current self  (Wilson & Ross, 2003). Furthermore, participants may have been motivated to present themselves in a positive light to the interviewer.  Thus participants’ accounts should be interpreted as reconstructions of experiences, rather than objective truths. Another important point is that the qualitative design does not allow us to generalise findings beyond this sample. Furthermore, by using volunteers, we will have sampled people who are interested in discussing their experiences with MS and helping advance research on MS.  Furthermore, by deliberately exploring early stage adjustment, our sample comprised mainly (but not wholly) those with mild to moderate disease severity. Most of our participants were able to live independently and continue with important work and/or social roles, albeit using symptom management strategies. Perhaps for many of our sample, their disease was not currently pushing them to become part of the MS world as they were able to occupy the ‘normal’ world. An interesting question would be how things change for these participants over time, given potential deterioration of health and abilities

Clinical implications

The findings shed light on why people with early stage MS may not take up information and advice services which neurology health services typically make available soon after diagnosis. Professionals who are providing information, advice and support to people in the early stages of MS need to consider whether services provided are sensitive to and congruent with people’s natural ways of adjusting to the disease or whether they may actually be alienating them. For example, discussion of mobility aids, longer-term adaptations and care may be unhelpful to people who find this future too threatening. MS patient organisations may also benefit from considering whether their valuable services could be made more acceptable and less threatening to those in early stages of adjusting to MS. 

The concept of acceptance, and particularly its use as a marker of successful adaptation, requires consideration and caution. If health professionals expect their patients to accept their illness and potential future disability, patients may become aware of this. If patients’ coping strategies are implicitly criticised and labels of being ‘in denial’ or ‘failing to accept’ their illness are articulated, this may be damaging to patients’ self-esteem (Telford et al., 2006). Seeking to understand individual’s experiences, feelings and reasoning without imposing expectations and obligations about how they should be dealing with the prospect of current and future impairment, may be helpful to some PwMS.  There may, however, be situations where gentle intervention is appropriate to explore and address beliefs underlying difficulties in acceptance of illness and/or disability. This might include situations where the perceived unacceptability of being ill or disabled and the stigma of accepting help and using aids produces unhelpful outcomes such as excessive fatigue and unnecessary restrictions on valued activities or independence. 

Conclusions

Adjustment in early stage MS was characterised by developing strategies to negotiate a relatively normal life despite the impact of the disease.  Disease progression and disability were considered  threatening and stigmatising, and reminders and symbols of this was avoided.  Resisting being labelled ill or disabled appeared to be beneficial for emotional well-being and self-identity despite traditional psychological theorising  that denial is maladaptive.  Resisting help and mobility aids could, however, result in functional impairment. Acceptance of a chronic, progressive disease like MS is a complex concept and full acceptance of future prognosis possibilities may not always be helpful or necessary for good current adjustment. Services for people with early stage MS need careful attention to ensure they are sensitive and supportive rather than threatening and alienating.  
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Table 1: Categories and themes identified
	Category
	Themes



	Context

The context or starting points from which the adjustment process takes place
	· The black picture

· Feeling overwhelmed

· Abandoned at diagnosis

· Importance of diagnosis

	Process

Descriptions of the process of adjustment
	· A process that takes time

· Stages

· Good days, bad days

· Critical incidents

· Intolerable intrusions

· Precarious adjustment

	Resources

Resources deemed to be helpful/unhelpful in aiding adjustment
	· Having help at hand

· Having support

· Having money

· Personal attributes

	Actions/Strategies

Actions taken and changes made when dealing with life with MS


	· Arming self with information

· Managing symptoms

· Good management

· Adapting social and leisure activities

· Managing others’ responses

· Learning to accept help

· Putting on a brave face

· Doing something valuable

· Keeping a normal life

· Managing emotions

· Keeping in good shape

· Joining or avoiding the cripple club

	Attitudes and thoughts

Descriptions of ways of thinking about and viewing MS
	· Trying to make sense of it

· Don’t dwell

· Being positive

· Feeling lucky

· Focus on can not can’t

· Using humour

· Changing priorities

· Not giving in

· Taking each day as it comes


� The final coding manual in which themes are briefly described and illustrative examples provided is available on request from the corresponding author.
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