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REVIEW

Experiences of receiving a diagnosis of multiple sclerosis: a meta-synthesis of 
qualitative studies 

Gogem Topcua , Jacqueline R. Mhizha-Muriraa , Holly Griffithsa , Clare Baleb, Avril Drummondc ,  
Deborah Fitzsimmonsd , Kristy-Jane Pottera , Nikos Evangeloua,e and Roshan das Naira,f 

aMental Health and Clinical Neurosciences, School of Medicine, University of Nottingham, Nottingham, UK; bMultiple Sclerosis Patient and 
Public Involvement Group, Nottingham, UK; cSchool of Health Sciences, University of Nottingham, Nottingham, UK; dSwansea Centre for Health 
Economics, College of Human and Health Sciences, Swansea University, Swansea, UK; eDepartment of Neurology, Nottingham University 
Hospitals NHS Trust, Nottingham, UK; fInstitute of Mental Health, Nottinghamshire Healthcare NHS Trust, Nottingham, UK    

ABSTRACT  
Purpose: This meta-synthesis aimed to synthesise qualitative evidence on experiences of people with 
Multiple Sclerosis (MS) in receiving a diagnosis, to derive a conceptual understanding of adjustment to 
MS diagnosis. 
Methods: Five electronic databases were systematically searched to identify qualitative studies that 
explored views and experiences around MS diagnosis. Papers were quality-appraised using a standardised 
checklist. Data synthesis was guided by principles of meta-ethnography, a well-established interpretive 
method for synthesising qualitative evidence. 
Results: Thirty-seven papers were selected (with 874 people with MS). Synthesis demonstrated that 
around the point of MS diagnosis people experienced considerable emotional upheaval (e.g., shock, 
denial, anger, fear) and difficulties (e.g., lengthy diagnosis process) that limited their ability to make sense 
of their diagnosis, leading to adjustment difficulties. However, support resources (e.g., support from clini
cians) and adaptive coping strategies (e.g., acceptance) facilitated the adjustment process. Additionally, 
several unmet emotional and informational support needs (e.g., need for personalised information and 
tailored emotional support) were identified that, if addressed, could improve adjustment to diagnosis. 
Conclusions: Our synthesis highlights the need for providing person-centred support and advice at the 
time of diagnosis and presents a conceptual map of adjustment for designing interventions to improve 
adjustment following MS diagnosis.    

� IMPLICATIONS FOR REHABILITATION 
� The period surrounding Multiple Sclerosis diagnosis can be stressful and psychologically demanding. 
� Challenges and disruptions at diagnosis can threaten sense of self, resulting in negative emotions. 
� Adaptive coping skills and support resources could contribute to better adjustment follow

ing diagnosis. 
� Support interventions should be tailored to the needs of newly diagnosed people. 
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Introduction 

Multiple Sclerosis (MS) is one of the most common diseases of 
the central nervous system among young adults, affecting around 
2.8 million people worldwide [1]. The diagnostic process can be 
arduous and complicated due to the variable nature of MS and 
the lack of a single diagnostic test to confirm it. The lack of a pre
cise and specific MS biomarker also makes the process of reaching 
a definitive diagnosis challenging [2,3]. There are also a number 
of conditions that can result in multifocal involvement of the 
brain and spinal cord, mimicking MS [4] and causing difficulties in 
confirming the diagnosis. The 2017 McDonald criteria for MS diag
nosis combines clinical, imaging and laboratory evidence to make 

a reliable diagnosis of MS [5]. However, the McDonald criteria are 
often misunderstood and misapplied [6], resulting in a lengthy 
and complex diagnosis process. Consequently, the period sur
rounding diagnosis in MS can be psychologically demanding, 
causing distress, confusion and frustration to people with MS and 
their families [7–10]. The experience of being diagnosed with MS 
and the way in which this diagnostic phase is managed may influ
ence the individual’s future perceptions about MS, and the nature 
and quality of their relationships with healthcare professionals 
[8,11]. Therefore, support around this challenging and confusing 
period is important. 

Current evidence suggests that the support and information 
provided at the time of diagnosis is poor, and there is a need to 
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design effective interventions, or improve available services, 
specifically targeting newly diagnosed individuals [12–16]. It is 
well-established that interventions should be based on sound the
oretical frameworks, providing researchers and clinicians with an 
evidence-based approach that helps identify potential mecha
nisms of action and the most important factors that can be tar
geted [17–19]. However, the current literature lacks a 
comprehensive multi-dimensional theoretical framework, which 
limits our ability to fully understand the needs and experiences of 
people with MS around the point of diagnosis. This makes it diffi
cult to design and deliver services for these individuals. The lack 
of theoretical framework also limits our ability to consider the 
relevance and importance of other MS adjustment literature for 
translatable knowledge. 

There are models of adjustment studied specifically to under
stand the adjustment to living with MS in general [20–22]. These 
models are largely guided by Lazarus and Folkman’s [23] 
Transactional Model of Stress and Coping. This model describes 
stress as the result of a transaction between the person and the 

environment, which is mediated by a person’s cognitive appraisal 
of the stressor (primary appraisal) and an evaluation of the avail
able social and coping resources (secondary appraisal) [23]. 
According to this model, adjustment to a chronic illness can be 
influenced by an individual’s appraisal of this stressful life event, 
the coping resources and strategies they use for managing this 
situation, and their appraisal of the efficacy of the strategies used. 
However, this model has been criticised for underestimating the 
complexity of relationships between stressors, coping and apprais
als [24,25], and for not accounting for other external and context
ual factors [26]. When applied to illness adjustment, the model 
emphasises the importance of reappraising the illness as non- 
threatening [27]. However, due to the unpredictable and progres
sive nature of MS, reappraisal of the condition as ‘non-threaten
ing’ may be difficult to accomplish for a person living with MS 
[16]. A recent meta-review [16] identified other models for under
standing adjustment to MS, such as the working model of adjust
ment to MS [28], model of emotional adjustment and hope [29], 
model of the psychological impact of the unpredictability of 

Figure 1. PRISMA flow diagram describing the literature search and screening process (Adapted from Moher et al. [34]).  
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multiple sclerosis [30]. Although these models were postulated to 
be important in understanding adjustment to MS in general, their 
utility in explaining adjustment to the process of being diagnosed 
to MS is unclear, as none of them specifically targeted the chal
lenges faced at the time of the diagnosis [16]. Therefore, more in- 
depth and person-centred qualitative research is needed to 
develop a comprehensive theoretical framework that focuses spe
cifically on the period around MS diagnosis. This would guide the 
development and provision of services for people with MS at the 
point of diagnosis in a more accurately targeted way. 

Our initial scoping exercise of the literature revealed that there 
were several qualitative studies that investigated the views of 
newly diagnosed people with MS, or people being diagnosed, 
and their experiences. To enhance our understanding of the exist
ing qualitative evidence and increase the trustworthiness (i.e., 
credibility, transferability, dependability and confirmability) and 
authenticity of qualitative findings [31], we conducted a meta-syn
thesis of qualitative studies on experiences of people with MS 
receiving a diagnosis. The aim of our meta-synthesis was, there
fore, to explore the views and experiences of individuals around 
the point of MS diagnosis to derive a conceptual understanding 
of how people adjust to the diagnosis of MS. 

Methods 

The systematic review protocol was prospectively registered on 
Prospero (Registration ID: CRD42017067703, 10/07/2017). 

Search strategy 

The CHIP (Context, How, Issues, Population) tool [32] was used to 
formulate the terms for the search strategy. A health sciences 
librarian with expertise in systematic review searching and our 
Patient and Public Involvement (PPI) co-author were consulted dur
ing the development of the final search strategy for the meta-syn
thesis. We followed Shaw’s [33] recommendations for identifying 
qualitative research articles within electronic databases. A system
atic search of five electronic databases (MEDLINE, EMBASE, CINAHL, 
PsycINFO and Web of Science) was conducted in July 2017 and 
updated in August 2021. No start date was set for the search, 
therefore the search identified the digitally published studies from 
the inception of the databases, including any back publications 
incorporated into the online databases after inception. The final 
search strategy was adapted to the syntax and subject headings of 
each database, and, where possible, the MeSH explode function 
was used. Boolean operators (i.e., ‘AND’ and ‘OR’) were used to 
combine the final search terms. We kept our search criteria broad 
to be inclusive and to not overlook any important papers on MS 
diagnosis (See Supplementary Appendix A for the final search strat
egy for MEDLINE). To maximise the identification of relevant stud
ies, the reference lists of all potentially relevant articles that met 
the inclusion criteria were examined. 

Selection criteria 

Papers were included if they: (1) were published qualitative studies 
(i.e., studies that used qualitative methods for data collection and 
analysis) – Mixed methods studies were included in the meta-syn
thesis, as long as their qualitative components met the inclusion 
criteria and formed a substantial part of the study, (2) explored the 
views and experiences of people around the point of MS diagnosis 
(studies including people who had been diagnosed years before 
entering the studies were also considered eligible, but only if the 

studies focused on retrospective diagnosis experiences), and (3) 
were published in English. Papers were excluded if they: (1) 
focused on people with conditions other than MS, (2) focused on 
people under the age of 18, or (3) were qualitative studies on the 
transition and adjustment to secondary progressive MS, or the 
adjustment to the disabling symptoms long after diagnosis. 

Screening and data extraction 

The selection process involved the screening of titles and abstracts 
against the inclusion criteria by at least two reviewers. Any uncer
tainties regarding the eligibility of any particular paper for inclusion 
were addressed through full-text screening, and irrelevant papers 
were discarded. The full-texts of all remaining potentially relevant 
papers, including those over which there was doubt, were then 
screened for eligibility by at least two reviewers independently. 
Any disagreements were resolved by discussion, or arbitrated if 
necessary, by the wider review team. Similarly, if eligibility was 
unclear, this was discussed across the wider team. The Preferred 
Reporting Items for Systematic Reviews and Meta-Analyses 
(PRISMA) [34] flowchart was used to record the review process 
step-by-step (See Figure 1). The findings of the papers selected for 
inclusion in the review, including the raw data (i.e., first-order con
structs), and the themes and authors’ interpretations (i.e., second- 
order constructs) were then recorded onto structured data extrac
tion forms by at least two independent reviewers. 

Critical appraisal 

The quality of the included studies was assessed independently 
by at least two researchers using the Critical Appraisal Skills 
Programme [35] tool for qualitative research. In addition, the 
Traffic Light System [36] was used to grade each article as green 
(key paper and satisfactory paper), yellow (unsure), and red 
(fatally flawed and irrelevant paper). The review team met to 
agree on the quality of the studies, and any disagreements 
between them were arbitrated. The aim was to assess the contri
butions of each paper to the synthesis and to highlight their 
potential limitations, rather than to exclude papers [37–39]. 
Therefore, no papers were excluded on the basis of their critical 
appraisal rating. 

Synthesis 

Data synthesis was conducted in accordance with the principles of 
meta-ethnography outlined by Noblit and Hare [40] and Malpass 
et al. [37], following an inductive approach. Meta-ethnography is 
an inductive, interpretive approach to synthesising qualitative evi
dence [37,40–42]. It has emerged as a leading method for synthe
sising qualitative evidence in healthcare research [43], and its utility 
with regard to developing a theoretical understanding of the cur
rent evidence base has been established [33,37,42,43]. Meta-eth
nography was initially developed for combining data from 
ethnographies (i.e., qualitative research method that provides an 
account of a particular group or phenomenon, through descriptive 
interpretation of behaviours, situations and practices), but later 
adapted to synthesise findings from a wider range of qualitative 
approaches [44]. We chose meta-ethnography as the synthesis 
approach due to its interpretative nature and capacity to formulate 
new conceptual understandings of a phenomenon [44]. 

The meta-ethnographic process involved interpretative activity 
(reciprocal synthesis) in which we compared and contrasted 
themes across articles to develop our third-order themes (i.e., 
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higher-order constructs; synthesists’ interpretations of first- [par
ticipant quotations] and second-order constructs [interpretations 
of authors] expressed as themes and key concepts). A line of argu
ment through the identified third-order themes was created to 
explore what the set of individual studies say as a whole. The syn
thesis phase was led by the first author with independent input 
from the other researchers in the team (including our PPI co- 
author). In addition, to ensure trustworthiness (i.e., credibility, 
transferability, dependability and confirmability) of findings, the 
preliminary results were discussed at a PPI meeting with 10 peo
ple with MS, 3 carers, 9 clinicians, and 9 charity volunteers (who 
were also patients or carers themselves) to agree on the final 
themes and conceptual organisation. 

Results 

We identified 37 papers that met the inclusion criteria and had a 
focus on diagnosis experiences of people with MS (recent or 

retrospective). Some papers drew on the same data (i.e., [45] & 
[46] and [47] & [48]). Fifteen of the studies were conducted in the 
UK [7,8,11,14,49–59], four studies in Canada [60–63], three studies 
in Italy [10,64,65] and Iran [45,46,66], two studies in USA [67,68], 
The Netherlands [47,48], Germany [69,70] and Malaysia [71,72], 
and one study in Australia [73], New Zealand [74], Sweden [75] 
and Norway [76]. The total number of participants across all stud
ies was 874 people with MS (�517 women; gender was not 
reported in five studies [56,63,69,72,76]), 38 family members/ 
carers and 19 healthcare professionals. The age range of partici
pants across the studies was 18–82 years. The disease duration 
ranged from 0 (i.e., time of diagnosis) to 47 years. See 
Supplementary Appendix B for the full list of included papers and 
Supplementary Appendix C for study characteristics. 

Overall, the quality of the papers was satisfactory (See 
Supplementary Appendix D). Only one paper [50] was rated as 
‘unsure’ because of a lack of a clear description of its research 
design and qualitative data analysis procedures. 

Table 1. Themes and sub-themes derived from the studies reviewed. 

Theme Sub-theme 
Number  

of studies Study reference numbers  

Overarching third-order theme #1: Receiving the MS diagnosis 
Emotional reactions Shock   14 [11, 14, 45, 49–51, 55, 58, 60, 61, 64, 65, 74, 75] 

Denial   14 [7, 11, 45, 51, 55–59, 61, 62, 68, 74, 75] 
Feelings of sadness and depression   21 [7, 8, 11, 45–47, 49, 51, 55, 58–62, 64–66, 68, 72, 74, 75] 
Feelings of hopelessness and helplessness   13 [10, 14, 45, 48, 51, 53–55, 59, 61, 65, 74, 75] 
Fear, anxiety and worry   29 [7, 8, 10, 11, 14, 45–47, 49–52, 54–56, 58, 59, 61, 62, 65–72, 

74, 75] 
Anger   17 [7, 45–47, 49–51, 54, 55, 58, 59, 61, 62, 66, 68, 74, 75] 
Isolation and abandonment   15 [7, 11, 14, 47, 49–52, 54, 59, 61, 65, 66, 74, 75] 
Relief   13 [8, 11, 14, 51, 55, 58, 61, 62, 67, 68, 70, 74, 75] 

External challenges, disruptions and 
barriers at diagnosis 

Health professionals   21 [8, 10, 11, 46, 50, 51, 53–56, 58, 59, 61, 62, 64, 67–70, 74, 75] 
Family and friends   19 [7, 8, 11, 14, 45–47, 50, 51, 56, 57, 59–62, 65, 67, 74, 75] 
Diagnostic process   16 [8, 14, 50, 51, 54–57, 59, 61, 66, 68–70, 74, 75] 
Stigma and prejudice   16 [7, 10, 45–49, 51, 52, 56–58, 62, 65, 74, 75] 
Invisible symptoms   12 [7, 8, 11, 14, 50, 54, 55, 59, 61, 67, 68, 75] 

Coping Re-appraisal and re-evaluation   17 [7, 14, 47, 49, 50, 52, 57, 59, 61–63, 65, 71, 72, 74–76] 
Fighting spirit   4 [7, 49, 65, 75] 
Focusing on present   10 [7, 14, 49, 51, 54, 59–61, 65, 67] 
Thinking positive   13 [7, 46, 49, 51, 52, 55, 57, 59–61, 67, 75, 76] 
Self-management   13 [7, 8, 11, 48–51, 58, 61, 62, 67, 73, 76] 
Religious faith   5 [45, 46, 53, 61, 67] 
Seeking information   21 [7, 8, 10, 45, 46, 49–51, 53, 55, 57, 58, 60, 62–64, 67, 73–76] 
Acceptance   17 [7, 8, 14, 47, 49, 51–54, 57, 59, 61–63, 67, 68, 75] 
Denial and avoidance   21 [7, 8, 11, 47, 49, 51, 52, 54, 57, 58, 60–62, 64, 65, 67, 

68, 73–76] 
Concealing diagnosis   13 [8, 45, 46, 49, 51, 57, 61, 62, 65, 66, 74–76] 

Sense making Making sense of the pre-diagnostic symptoms   11 [14, 49–51, 54, 55, 61, 67, 68, 74, 75] 
Negative/false perceptions   11 [7, 11, 45, 49, 52, 57, 59, 61, 66, 68, 75] 
Knowledge deficit   14 [8, 45, 46, 54, 56, 57, 61, 62, 65–67, 70, 74, 75] 
Uncertainty   22 [7, 8, 11, 14, 48–51, 53–55, 59, 61, 62, 64–68, 72, 74, 75] 
Questioning and seeking explanations   10 [46, 49, 53, 57, 65, 67, 68, 73–75] 
Coherence   22 [7, 8, 11, 14, 49–51, 53–55, 57, 59, 61–63, 65–68, 72, 74, 75] 

Overarching third-order theme #2: Support and information needs of people around MS diagnosis 
Emotional support needs General emotional needs   19 [7, 11, 14, 47, 50, 52, 53, 55, 59, 61, 62, 64, 65, 67–70, 74, 75] 

Identifying and treating mood problems   11 [8, 10, 11, 45, 59, 61, 65, 68, 69, 74, 75] 
Emotional support from health professionals   25 [7, 8, 10, 11, 14, 45–48, 50, 52, 53, 55, 59, 61, 62, 64, 65, 

67–70, 74–76] 
Emotional support from friends and family   8 [45, 46, 48, 57, 61, 64, 65, 74] 
Need for support groups and other services/ 

interventions   
8 [7, 10, 14, 48, 52, 61, 63, 75] 

Connecting with other people with MS and 
MS organisations   

13 [7, 11, 45, 49, 56, 57, 60, 62, 63, 67, 74–76] 

Informational needs Diagnosis and illness specific questions   18 [7, 8, 10, 11, 45, 53, 55, 58, 61–65, 68–70, 74, 75] 
Service specific questions   7 [8, 10, 11, 56, 61, 62, 74] 
Need for educational interventions and 

information aids   
7 [10, 62, 64, 69, 70, 74, 75] 

How to tell others/respond to them   3 [49, 61, 74] 
Public awareness   4 [10, 45, 46, 74]  
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The reciprocal synthesis resulted in two overarching third-order 
themes: (1) Receiving the MS diagnosis, and (2) Support and infor
mational needs around diagnosis. Table 1 presents a summary of 
the derived third-order themes and sub-themes, and the respect
ive articles that contributed to the development of each theme. 
Supplementary Appendix E illustrates participants’ quotations that 
are representative of the third-order themes. 

Receiving the MS diagnosis 

This overarching third-order theme encompassed the emotional 
reactions and difficulties experienced around the point of diagno
sis, and how people appraised and responded to the diagnosis. 

Emotional reactions 
There were consistent findings among the papers regarding the 
emotional reactions experienced at different time points (i.e., pre- 
diagnosis, at the time of the diagnosis and post-diagnosis). The 
most common emotional reactions, identified by 29 papers, were 
fear, anxiety and worry during both the pre-diagnosis and post- 
diagnosis period [7,8,10,11,14,45–47,49–52,54–56,58,59,61,62, 
65–72,74,75]. Before the diagnosis, people reported feeling wor
ried and scared that they might have a brain tumour or other life- 
threatening disease [14,45,51,61,62,70,74,75]. The strangeness of 
undergoing multiple medical tests [55,62,69,70,74,75] and the 
uncertainties during the pre-diagnosis process [11,54,61,62,66, 
70,74,75] also evoked fear and anxiety in some people. Lack of 
knowledge about MS at the time of diagnosis [45,55,56,62,66,74], 
uncertainty about the future (including the future progression of 
MS) [7,8,14,45,49,51,58,59,61,62,65–68,72,74,75] and threatened 
roles, goals and relationships also led to feelings of fear and anx
iety [7,14,46,47,49,51,59,61,62,65,66,71,72,75]. 

Denial at the time of diagnosis was another frequently 
reported emotional reaction, reported in 14 papers, which led 
people to blank out information and decline the support offered. 
Many people with MS reported that they repressed the diagnosis 
news at first by denying that the diagnosis happened or ignoring 
it [7,11,45,51,56–59,61,62,68,74,75]. Others refused to accept the 
diagnosis as they did not believe the accuracy of the test find
ings [55,59,75]. 

Feelings of sadness and depression were also commonly 
reported (21 papers in total) [7,8,11,45–47,49,51,55,58–62, 
64–66,68,72,74,75]. Some people described receiving the diagnosis 
as a traumatic experience that had emotionally wounded them 
[7,8,11,45,46,49,55,58,60–62,64,74,75]. They were saddened by the 
threat to life roles and self-identity, lost dreams and the possible 
changes to their future plans [46,47,49,62,68,75]. Some people 
reported feeling depressed and having suicidal thoughts immedi
ately after receiving the diagnosis [45,51,59,65,68,72,74,75]. Others 
reported feelings of sadness about the symptoms pre-diagnosis 
for which there were difficulties in attributing a cause to and 
about not being believed by other people (including the clini
cians) [75]. People also consistently reported feeling helpless and 
out of control during pre- and post-diagnosis periods, particularly 
while undergoing several different medical tests and waiting for 
the results [10,14,45,48,51,53–55,59,61,65,74,75]. 

Another common emotional reaction around the point of diag
nosis was anger, reported in 17 papers [7,45–47,49–51,54,55,58, 
59,61,62,66,68,74,75]. People reported feeling angry and frustrated 
by the lack of understanding and support from their friends and 
families [45,46,50,55,66,75], and by health professionals for not 
believing them previously or holding back information 
[51,54,55,75]. The prolonged diagnostic process and the way 

individuals had received their diagnosis also evoked feelings of 
anger towards clinicians and the healthcare sys
tem [51,54,59,61,75]. 

Although reported emotional reactions towards the diagnosis 
were mostly negative, people with MS also frequently expressed a 
sense of relief upon receiving a diagnosis [8,11,14,51,55,58,61,62, 
67,68,70,74,75]. For some, it was a relief to finally have a name for 
their symptoms and know that their condition was not terminal. 

External challenges, disruptions and barriers at diagnosis 
Another theme evident from the synthesis, reported in 32 papers, 
was external challenges, disruptions and barriers that encom
passed the difficulties faced by people with MS around the diag
nosis. For instance, difficulty in communication with health 
professionals often led to feelings of distress, and there was gen
erally a sense of dissatisfaction with the support and information 
provided by health professionals [8,10,11,46,50,53–56,58,59,61,62, 
64,68–70,74,75]. Other common reasons for this dissatisfaction 
were: professionals not believing patients’ symptoms [8,11,50,51, 
55,59,61,67,68,75], not answering questions during the diagnostic 
process or afterwards [10,55,58,59,61,74,75], not spending add
itional time with patients to provide more information 
[8,10,58,59,62,74,75], and not providing ongoing care and timely 
follow-up support [11,58,59,74,75]. Professionals’ perceived lack of 
knowledge about MS [8,11,53,56,59,75], lack of understanding, 
caring and empathy [10,46,50,51,56,59,61,64,69,74,75], and only 
focusing on “solving the puzzle” [11,p.83] led to further feelings 
of anger, distress and anxiety. However, although people reported 
mostly negative encounters with health professionals around the 
point of diagnosis, some patients also stated receiving adequate 
emotional support and information from health professionals 
[11,50,56,70,75], particularly from nurses [11,46,62]. 

Most people also reported a sense of dissatisfaction, disap
pointment and anger in the way they had received the diagnosis 
from health professionals and the health professionals’ handling 
of the situation; this in turn influenced their acceptance and 
adjustment to MS [8,10,11,55,56,58,59,61,68,74]. Some felt that the 
disclosure was very impersonal with no consideration of their feel
ings [8,10,59,68,74], and being “very professional” [74,p.437] with 
no adequate explanation of MS [8,10,11,55,56,58,59,68,74]. Some 
patients described how they felt helpless and vulnerable when 
they received the diagnosis in an inadequate setting (e.g., over 
the phone, in a letter to pass on to their neurologist) 
[8,10,55,58,59,75] or when they received the diagnosis with a 
degree of uncertainty [55,74] (e.g., “might be MS but it might not 
be” [74,p.437]). The lengthy diagnostic process, long waiting peri
ods, the amount and foreignness of medical tests, inefficient 
healthcare system and staff, and having multiple contacts with 
various different health professionals were also commonly 
described as a source of distress during the diagnostic process in 
16 papers [8,14,50,51,54–57,59,61,66,68–70,74,75]. 

There were conflicting findings regarding the support received 
from friends and family around the diagnosis period. While some 
patients were satisfied with the support received from loved ones 
[7,11,46,51,57,59–62,65,67,74,75], others felt they were being 
treated differently, pitied, ignored or rejected, which led to feel
ings of disappointment, anger and loneliness [8,14,45,47,50,51,56, 
57,59,61,62,65,75]. 

Invisible symptoms (e.g., fatigue) were expressed by patients in 
12 papers as another source of stress they had to deal with dur
ing both the pre-diagnosis and post-diagnosis periods. Many 
patients reported that health professionals did not believe their 
complaints about fatigue or other invisible symptoms at first 
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[8,11,50,55,59], and that they were labelled as being 
‘hypochondriac’ [11,67], ‘daft’ [50], ‘neurotic’ [8], ‘depressed’ [68] 
or just ‘lonely’ [67]. Clinicians often attributed the invisible symp
toms to psychosomatic, psychiatric or emotional problems 
[54,55,68,75], particularly if the patient was a woman [68]. 
Consequently, patients often doubted their own symptoms during 
the pre-diagnosis period [14,59] and felt like they were ‘going 
crazy’ [67,68]. Such feelings were boosted by the lengthy diagnos
tic process and the professionals’ negative attitudes. 

Coping 
A wide range of coping strategies in managing the diagnosis 
period were identified. These were: (1) Using re-appraisal to find 
new meanings to life and refocus the life, and re-evaluating the 
priorities and goals [7,14,47,49,50,52,57,59,61–63,65,71,72,74–76]; 
(2) Adopting a fighting spirit to maintain a sense of normality and 
continuity [7,49,65,75]; (3) Focusing on the present and not dwell
ing on the uncertain/unpredictable future [7,14,49,51,54, 
59–61,65,67]; (4) Being positive and having a positive mental atti
tude [7,46,49,51,52,55,57,59–61,67,75,76]; (5) Using religious faith 
to cope with diagnosis and to attain mental peace 
[45,46,53,61,67]; (6) Use of self-help management strategies to 
cope with the diagnosis and manage symptoms during pre-diag
nosis or post-diagnosis periods [7,8,11,48–51,58,61,62,67,73,76]; (7) 
Seeking information from various resources (e.g., the Internet, MS 
organisations, health professionals, books, pharmaceutical compa
nies, etc.) to increase knowledge about MS and its management 
[7,8,10,45,46,49–51,55,57,58,60,62–64,67,73–76], but also having an 
awareness that not all resources provide accurate and reliable 
information (particularly on the Internet) [10,50,51,58,63,73]. In 
contrast, some patients found reading too much distressing and 
depressing [7,50,51,53,58,62,67]; (8) Accepting and claiming the 
diagnosis and new identity, as well as the uncertainties and pos
sible changes/losses that MS may bring [7,8,14,47,49, 
51–54,57,59,61–63,67,68,75]; (9) Denying or refusing the diagnosis 
and the new identity, avoiding reminders of MS and disability, 
rejecting support or using aids [7,8,11,47,49,51,52,54,57, 58, 60–62, 
64,65,67,68,73–76]; and (10) Concealing the diagnosis to protect 
others from grief, rage and distress [8,45,49,66,76], to protect self 
from expressions of pity, rejection and stigmatisation and main
tain a sense of normality [45,46,49,51,57,61,62,65,66,75], and due 
to the lack of public awareness and misconception, and the possi
bility of being ostracised and judged [45,46,49,57,61,65,74]. 

Making sense 
Another theme evident from the synthesis was sense making, 
reported in 31 papers, which encompassed attempts to develop 
explanations and meanings for adversity around the MS diagnosis. 
People reported embarking on a “journey of inquiry” [74,p.437] 
where they attempted to understand the cause of their MS and 
make sense of the ambiguous and mostly transient pre-diagnosis 
symptoms to protect themselves from undue anxiety, fear and 
distress [14,49,50,55,61,67,74,75]. Some people had an awareness 
that there was something potentially seriously wrong with their 
health, which prompted them to search for a cause and explan
ation [14,50,54,55,67,74,75]. While some attempted to provide 
simple non-threatening explanations for their symptoms during 
the pre-diagnostic period [50,68,74], others attributed their symp
toms to life threatening illnesses (e.g., brain tumour) causing fear 
and anxiety [51,74,75]. 

For many, receiving the diagnosis, or learning about the possi
bility of MS immediately evoked frightful images and overwhelm
ing thoughts of wheelchairs, disability, dependency and death 

[7,11,45,49,52,57,59,61,66,75]. Such negative perceptions threat
ened their roles and sense of self as an independent being, lead
ing to anxiety over the future and further negative emotions. 
Some people with MS perceived that successful adjustment to 
diagnosis would only be possible in the context of no severe 
symptoms, and thought that they would not be able to deal with 
the disability and dependency if their disease progressed [7,59]. 
Forming negative perceptions might be partially related to their 
lack of knowledge or misinformation about MS at the time of 
diagnosis [8,45,46,54,56,57,61,62,65–67,70,74,75]. Some defined 
MS diagnosis as a period of uncertainty, which caused distress, 
anxiety, depression, and led to feeling helpless and out of 
control [7,8,11,14,48–51,53–55,59,61,62,64,65,67,68,72,74,75]. They 
expressed confusion about the unpredictability of symptoms and 
the nature of MS itself [49–51,53,61,66,67,74,75]. This limited their 
ability to make sense of their MS diagnosis and how they 
appraised their illness. 

Coherence also emerged in 22 papers as an important factor 
in adjustment and the response to diagnosis [7,8,11,14, 
49–51,53–55,57,59,61–63,65–68,72,74,75]. Coherence is defined as 
the extent to which patients understand or make sense of their 
diagnosis in a coherent way through the realisation of what is 
happening, perceived resources and the ability to find meaning of 
life with MS. For instance, some people acknowledged the irre
versible nature of MS diagnosis and the need to adjust to 
the subsequent changes in their health and lives (e.g., 
[8,14,49,51,55,61,65,67,74,75]). They came to accept the MS and its 
inevitable future consequences, even though the future was 
clouded by the uncertainty and lack of adequate support 
[7,49,50,53,54,61,65,66,68,75]. Patients became aware of their dis
rupted sense of self (i.e., pre-diagnosis self) and acknowledged 
the need for the integration of MS into their new self 
[7,14,49,51,53,54,57,59,61–63,65,67,68,75]. On the other hand, 
some patients were reluctant to integrate MS into their sense of 
self, as they perceived diagnosis as a threat to their quality of life, 
goals and self-image [14,57,62,65,75]. 

Support and information needs of people around MS diagnosis 

This overarching third-order theme encompassed the emotional 
and informational support needs of people around the point of 
MS diagnosis. 

Emotional support needs 
People with MS indicated that their emotional needs were often 
ignored at the time of diagnosis, leaving them waiting, worrying 
and wondering (e.g., [14,55,59,61,74,75]). They described feeling 
lonely and abandoned due to lack of support from health profes
sionals, friends and family [7,11,14,47,50,52,59,61,74,75]. They felt 
that they needed emotional support to be better able to manage 
negative emotional reactions and deal with negative attitudes of 
other people, to come to terms with the diagnosis, to empower 
them and increase their self-efficacy, and to develop new mean
ingful post-diagnosis identities [45,46,48,50,52,53,55–57,59,61,62, 
64,65,67–70,74,75]. Some patients described experiencing mood 
problems (e.g., depression, anxiety) and having suicidal thoughts 
pre-diagnosis or immediately after the diagnosis, which were 
sometimes unrecognised or ignored by health professionals, or 
left untreated [8,10,11,45,59,65,68,74,75]. Therefore, there was a 
sense that around the time people were being diagnosed with 
MS, their emotional state and needs should also have been 
assessed, monitored, and if required, adequately treated 
(e.g., [61,68]). 
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There were consistent findings among 25 papers regarding the 
need for ongoing, therapeutic and rewarding interactions and 
support from health professionals. People with MS consistently 
reported that they needed their health professionals to be sensi
tive to their needs and to their reactions to dealing with the diag
nosis (e.g., [7,10,11,14,45–47,53,59,61,62,65,69,74,75]), to devote 
adequate time to them [11,14,46,53,61,74], to listen to their con
cerns [10,46,50,53,61,75], to acknowledge their reporting of symp
toms [50,75], and to be open and frank with them [50,64]. There 
was a need for caring and understanding health professionals 
who recognised that everyone’s experience of MS is unique 
[7,8,10,45–47,52,53,55,61,62,64,68,70,75,76]. Patients wanted to be 
informed of the diagnosis clearly and unambiguously as soon as 
this was available, in an appropriate setting without distractions 
and interruptions [8,10,11,61,69,74]. Need for a follow-up session 
with the neurologist after receiving the diagnosis was also con
sistently highlighted by patients [10,11,46,48,52,74,76]. 

Eight studies revealed that there was a need for ongoing sup
portive interventions that are sensitive to people’s individual 
needs and focus on learning strategies for coping with the nega
tive emotions and thoughts, and improving confidence, communi
cation, achievement of various goals and tasks, and adjustment to 
the diagnosis [7,10,14,48,52,61,63,75]. However, some people with 
MS questioned the suitability of such interventions for the newly 
diagnosed, and suggested that they would be more suitable and 
useful during the time when people start to experience more ser
ious challenges [52]. They also felt that the type of psychological 
support needed to fit with their views about a specific therapy, or 
they needed to ‘buy into’ the rationale for the therapy [52]. 

There were conflicting findings in the studies with regards to 
getting support and information from MS organisations and other 
people with MS. Some patients felt the need to get in touch with 
other people and use services provided by MS organisations 
[7,56,57,60,62,63,67,74,76]. They also found this a positive experi
ence. Others, however, felt the need to avoid other people with 
MS as they found the exposure to reminders of MS (particularly 
seeing others with severe disabilities) threatening and distressing 
[7,45,49,57,62,74,75]. Some people did not wish to be a member 
of a ‘stigmatised’ group [7] with a ‘disabled identity’ [49] and 
were also scared to witness decline and disability [62]. 

Informational needs 
Ten studies highlighted that many people with MS reported need
ing information on the diagnosis process and the tests under
taken during the pre-diagnosis period (particularly from 
competent health professionals) [7,8,10,11,61,64,68–70,74]. Once 

they received the diagnosis, they wanted information about MS 
(its causes, symptoms, prognosis, treatment and management) 
[8,10,11,45,55,58,61,62,64,68,69,74,75]. The information provided 
needed to be pertinent, personalised and balanced (including 
pros and cons of undergoing diagnostic tests or different treat
ments) [10,53,61–64,69,70,74,75]. They wished to receive high 
quality information in different formats (e.g., face-to-face, written, 
and electronic) in simple, direct and understandable language 
[10,63,74]. One paper reported that some patients preferred to ini
tially receive information from the neurologists as they considered 
them to have the most accurate information [64]. 

Additionally, the timing of providing information was import
ant [58,62,64,69,70,74,75]. One paper highlighted that providing 
detailed information at the time of the diagnosis might not 
always be optimal as people with MS were often shocked and 
were unable to process the information [74]. Eight papers 
reported that raising the possibility of MS before a definite diag
nosis may help prepare the individuals for receiving the diagnosis 
later [8,10,11,61,64,68,69,74]. They also suggested the need to 
have a follow-up session to give an opportunity to process the 
information about the diagnosis and ask illness-specific questions 
[8,10,63,64,74]. Some people expressed a need to be signposted 
to services that could help to improve their quality of life 
[8,10,11,56,61,62,74]. There was a need for a timely provision of 
information about support groups, resources, and contact details 
of local MS charities. Seven papers revealed that using educa
tional interventions and/or information aids could facilitate pro
viding timely, personalised and pertinent information to people 
with MS at the time of the diagnosis [10,62,64,69,70,74,75]. 

Line of argument 

Figure 2 summarises our line of argument and presents a concep
tual organisation of the third-order themes and sub-themes iden
tified in this synthesis, explaining how they can be understood 
together in the context of adjustment following MS diagnosis. 
The figure shows the dynamic relationships between different fac
tors in relation to adjustment following MS diagnosis. The arrows 
and lines between different factors, responses and modifiers do 
not imply causation or a strict temporal sequence, so should be 
treated cautiously and as ‘links’. We found that people experience 
several negative emotions and external challenges, disruptions 
and barriers around the time of diagnosis, which might limit their 
ability to make sense of MS diagnosis and to adjust to this new 
and uncertain situation. However, coping and helpful resources 
might help reduce the negative impact of being diagnosed and 

Figure 2. A conceptual map of adjustment following MS diagnosis, representing the dynamic relationships between the themes identified from the synthesis.  
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facilitate the adjustment process around the period of MS diagno
sis. Our line of argument also highlights the dynamic nature of 
the adjustment following MS diagnosis as the amount of stress 
varies over time due to changes to the people’s appraisal of the 
external factors and the available resources, making adjustment 
following MS diagnosis more difficult at times than others. 

Discussion 

Our meta-synthesis of 24 years of published qualitative research 
(37 papers in total) provided insight into the experiences of peo
ple with MS receiving a diagnosis, and has shown that individuals 
are confronted with many challenges and changes to their lives 
around this point. Our conceptual map resulting from the line of 
argument synthesis highlights how these challenges and disrup
tions can threaten people’s sense of self and meaningfulness, 
resulting in various negative emotions. It also highlights that peo
ple need to engage in adaptive coping strategies and should 
have access to various support resources, information and advice 
to adjust to the difficulties of the diagnosis period, and to restore 
meaning, goals and self-worth. 

In line with the generic stress and coping models [23], we 
found that the adjustment to the MS diagnosis might be medi
ated by how people appraise their diagnosis and how they evalu
ate and use the available resources. Although our conceptual 
map comprises similar constructs to generic stress and coping 
models (stressors, appraisal and coping resources), supporting 
their utility in explaining adjustment to MS diagnosis, it also 
emphasises that the associations between these constructs are 
complex and dynamic in nature. 

The generic stress and coping models are often criticised for 
underestimating the complexity of associations between relevant 
constructs [24,25]. Consistently, we found that stress appraisal at 
the time of the diagnosis constantly changes with time and with 
a number of internal (e.g., emotions, belief and expectations) and 
external processes (e.g., uncertainties around diagnosis, duration 
of the diagnostic process). Our findings suggest that at the time 
of the MS diagnosis people may go through emotional stages 
similar to Elizabeth K€ubler-Ross’s [77] five stages of grieving (i.e., 
denial, anger, bargaining, depression and acceptance). The way 
people make sense of and conceptualise their diagnosis and how 
they cope with the diagnosis were found to be interrelated with 
the emotional stage people were going through. Similar to 
K€ubler-Ross’ model, our findings suggest that these emotional 
reactions do not necessarily have an order, nor are all emotions 
experienced by all newly diagnosed people. 

Our findings demonstrated that people may experience several 
emotions in a roller coaster effect, switching between different 
emotions or experiencing different emotions at the same time, 
returning to one or more stages several times before adjusting to 
the diagnosis. This suggests that adjusting to the MS diagnosis 
exists on a continuum, not in a single time point as suggested 
within the generic stress and coping models, and can be affected 
by personal, societal and environmental factors. 

Cognitive appraisal of being diagnosed with MS and the 
sense-making process individuals go through may be considered 
within the conceptual definitions of illness representations [78], 
which are central to Leventhal’s self-regulation theory [79,80]. 
Self-regulation theory emphasises that illness representations (per
ceptions of an illness in terms of identity, timeline, consequences, 
causes, control/cure, and coherence) determine an individual’s 
appraisal of an illness situation. According to this theory, a per
son’s appraisal of an illness can be a result of both cognitive and 

emotional processes [78]. Illness representations have been postu
lated to be important predictors of various aspects of self-regula
tion, such as adjustment, treatment adherence, and the use of 
and intention to use of services [81–83]. 

Previous research supports the application of the illness repre
sentations to MS and shows that illness representations contribute 
to outcomes such as general psychosocial adjustment to MS 
[21,84], health-related quality of life [85,86], self-management [87], 
and health service utilisation [83]. Our review also highlights the 
ways in which illness representations of newly diagnosed people 
are important in understanding the adjustment to the diagnosis of 
MS (e.g., coherence, meaning people ascribe to the pre-diagnostic 
symptoms, understanding of MS and its unpredictable symptoms 
and disease course). Newly diagnosed individuals’ beliefs and per
ceptions of their MS diagnosis (including illness representations) 
may influence the extent to which they accept their diagnosis, 
and may indicate how they will respond to the diagnosis. For 
instance, where people had negative or false beliefs or percep
tions regarding their MS and the consequences of MS, this 
resulted in diagnosis concealment or delayed support seeking. 

Affective responses to unpredictability in MS have been previ
ously identified [30]. In our review, perceiving MS as unpredict
able (control/cure) and its progressive nature (i.e., timeline) were 
associated with an understanding that part of the new diagnosis 
and their new identity (i.e., changes in pre-diagnosis self) requires 
taking control, acknowledging the irreversible nature of MS diag
nosis, and finding a coherent meaning to life with MS. These find
ings indicate that illness representations may provide a 
framework for the formulation of interventions to support newly 
diagnosed people and guide the development of tailored support 
services and/or resources. As such, investigating individuals’ illness 
representations (i.e., accurate/inaccurate or helpful/unhelpful 
beliefs about their diagnosis, such as its cause, consequences, 
timeline and treatment prospects) and the beliefs underlying their 
behavioural responses (i.e., adaptive/maladaptive) could contrib
ute to tailoring interventions to individual needs. 

Our meta-synthesis demonstrated that coping resources (i.e., 
coping skills, emotional and informational support) could play a 
mediating and moderating role in the relationship between per
ceived stress and adjustment. Our findings revealed that the most 
frequently adopted coping strategies were: avoidance, denial, and 
concealing the diagnosis. People also often appraised the diagno
sis as threatening due to unhelpful illness representations and 
limited information about MS. However, adopting such maladap
tive coping strategies and having unhelpful negative thoughts 
might lead to adjustment difficulties. Previous evidence demon
strated certain avoidant emotion-focused coping strategies are 
linked to worse adjustment, whereas engaging in problem- 
focused coping techniques is related to better adjustment [88,89]. 
Although some people relied on adaptive coping strategies (e.g., 
acceptance, seeking information and having a positive mental 
attitude) which were empowering in the short-term, in the 
absence of appropriate emotional and informational support 
resources, such individually identified coping strategies can 
become burdensome over time [55]. Therefore, it is equally 
important to provide useful support at the right time. However, 
current evidence showed that people did not receive appropriate 
support, or that this was sporadically provided. 

In addition, our meta-synthesis highlighted several emotional 
and informational support needs of people with MS around the 
time of the diagnosis which were not being addressed, indicating 
there is a clear need for emotional support and advice during this 
period. Furthermore, there appears to be a gap between clinics 
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and the MS charities as there are no evidence-based referral path
way available to triage people (based on their needs) to the wider 
support resources which could potentially help people adjust to 
MS diagnosis. Moreover, our meta-synthesis revealed that people 
at the time of diagnosis, and at the early stages of MS, typically 
avoid contacting MS charities for fear of witnessing decline and 
disability in others, as they find the exposure to such reminders 
as threatening and distressing. Therefore, people often prefer first 
to receive information and support from competent healthcare 
professionals around the diagnosis (who they may have already 
had a contact with during the diagnosis period), and choose to 
use the services provided by the MS charities further ‘down the 
road’ when their illness has progressed or when they have incor
porated their MS identity within their lives. Johnson [11] sug
gested that the diagnostic phase should be communicated as a 
transition from the MS clinics to wider services and resources. 
Consequently, there needs to be a pathway in place to allow a 
transition from clinic to MS charities (and back), and to provide 
timely emotional support and advice to people around the point 
of MS diagnosis. 

Limitations and strengths 

Our meta-synthesis relied on the quality of the included qualita
tive papers. The included papers were frequently limited by inad
equate reporting of sampling techniques, ethical considerations 
and researchers’ reflexivity on how their own preconceptions and 
context of understanding affected data generation and analysis, 
which raises concerns about transparency and rigour. It is there
fore crucial that future qualitative studies follow formal reporting 
guidelines such as Consolidated Criteria for Reporting Qualitative 
Research [90] to improve transparency. Other limitations of the 
synthesis included excluding the grey literature (e.g., conference 
abstracts), printed publications that have yet to be incorporated 
into online databases and papers published in languages other 
than English, meaning some potentially important and relevant 
literature may have been missed. In addition, although we 
included 37 papers, these represented only 35 studies as some 
papers drew from the same data. Synthesising papers that use 
the same data might result in over-representing certain first- and 
second-order constructs, limiting the representativeness of our 
findings [37]. 

Meta-ethnographic synthesis is interpretive in nature, and 
therefore, can be prone to bias [37]. We also acknowledge that 
we were interpreting other authors’ accounts of views and experi
ences of people with MS when synthesising the included papers. 
It is possible that a different review team might have arrived at a 
different conclusion and developed a different conceptual map. 
However, this was mitigated by having several reviewers with var
ied backgrounds, who discussed and challenged each other’s 
interpretations when arbitrating and arriving at a consensus. The 
third-order constructs (our own interpretations of raw data and 
authors’ interpretations) were cross-verified independently by all 
the reviewers to ensure the trustworthiness of our findings. In 
addition, the involvement of our PPI co-author and PPI members 
enhanced the rigour of our synthesis and provided further confi
dence that our interpretations are firmly centred on experiences 
of people with MS. Our PPI co-author was also involved at other 
key stages of the meta-synthesis process (e.g., identifying and for
mulating the research question, designing the protocol and for
mulating the search terms), offering a patient perspective on the 
meta-synthesis process as a whole which helped consolidate rig
our and quality. 

Furthermore, to ensure trustworthiness of findings, all key 
stages of the review process (e.g., screening, data extraction) were 
conducted by at least two reviewers independently with any dis
crepancies arbitrated by the wider review team. In addition, we 
adhered to the principles of meta-ethnography outlined by Noblit 
and Hare [40] and Malpass et al. [37] when conducting the meta- 
synthesis, and followed the PRISMA guidelines [34] to ensure 
completeness, transparency and rigour in methodology and 
reporting. By synthesising existing qualitative literature on diagno
sis experiences of people with MS, a more comprehensive over
view of potentially relevant determinants of adjustment to MS 
diagnosis were derived which could have been difficult to obtain 
through the findings from each of the individual studies. 

Conclusion 

We present a conceptual understanding of adjustment following 
MS diagnosis explaining the dynamic relationships between psy
chosocial factors, which could be utilised when developing sup
port interventions for people around the point of MS diagnosis. 
Our review revealed that many newly diagnosed people with MS 
had unmet emotional and informational needs and required sup
port and advice to help them cope with the MS diagnosis. 
Interventions focusing on developing acceptance by coming to 
terms with difficult thoughts and feelings (e.g., Acceptance and 
Commitment Therapy) might be particularly beneficial in develop
ing and practicing more adaptive ways of responding to the diag
nosis. Designing effective person-centred interventions that avoid 
a one-size-fits-all approach and are tailored to people’s needs 
could also facilitate the adjustment to MS diagnosis and contrib
ute to enhancing patients’ health and wellbeing. In the absence 
of tailored support and information, people are likely to perceive 
available services as irrelevant, which may lead them to either 
reject the support or accept it reluctantly, which in turn could 
reduce their potential benefits. Having access to a point of con
tact who is able to provide newly diagnosed people with tailored 
support and advice, provide relevant information around MS and 
services as required, and make appropriate referrals to key health 
and social care services when necessary, could also improve 
adjustment to MS diagnosis. 
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