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Abstract 

Purpose: The purpose of this study was to deepen our understanding concerning the 

ways that social support from close relationships can impact a patients’ ability to cope 

with scleroderma. 

Method: Four focus groups were conducted with patients diagnosed with scleroderma (N 

= 19). A semi-structured interview guide was used. Discussions were recorded and 

transcribed, and a thematic analysis performed. 

Results: Patients reported receiving three types of social support (i.e., emotional, 

informational, instrumental), with emotional support standing out as a priority. Patients 

also referred to three relational factors (i.e., communication style, active engagement, 

complementarity) that either enhanced or impeded the support received. More 

specifically, honest communication by the patients, patients’ careful selection of sources 

of support, and close relationships motivated to learn and get involved enhanced social 

support. However, patients who avoided others or avoided speaking about scleroderma, 

people with a lack understanding, and people who do not get involved impeded support. 

Conclusion: Scleroderma patients might benefit from supportive interventions aimed at 

helping them cope better with the disease as a collective, rather than exclusively 

supporting patients to cope on their own. Findings from this study help better understand 

the unique experiences of scleroderma patients while receiving support in close 

relationships.  

Keywords: scleroderma, systemic sclerosis, social support, close social relationships, 

coping, patient perspectives  
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Introduction 

People diagnosed with rare chronic diseases can experience a wide variety of 

challenges related to disease symptoms, functional impairments, and emotional distress 

[1-3]. Thus, it is important for patients with rare diseases to develop coping skills that 

help them manage the physical and psychological impact of their disease. Yet, adopting 

effective coping skills can be a particular challenge for these patients because support 

services and knowledge about their illness are relatively scant. Further complicating this, 

coping is not just an individual process [4, 5]. Rather, according to Bandura’s social 

cognitive theory, coping is a collective process that can be impacted by the support 

networks of patients, including their close social relationships and the community at large 

[4, 5].  

Systemic sclerosis (SSc), also known as scleroderma, is a rare and chronic 

rheumatic disease that involves dysfunction of the immune system and excess formation 

of connective tissues [6]. This systemic disease includes two distinct sub-types (i.e., 

limited SSc and diffuse SSc) and is associated with a wide variety of physical symptoms, 

such as Raynaud’s phenomenon, interstitial lung disease, ulcers, and joint contractures, 

among others [7-9]. The median survival time after receiving a diagnosis is only 11 years 

and there is no known cure at this time [6, 8].  

Due to the elevated burden associated with SSc, which includes dealing with a 

variety of disease symptoms and an unpredictable disease progression, SSc patients tend 

to experience increased psychological distress [10-15]. Thus, learning strategies and 

behaviours to improve their ability to cope can greatly affect patient well-being [18, 19]. 

For one, understanding the social networks of SSc patients and how patients interact with 
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social support could be critical to understanding their coping needs and helping them 

better manage.  

Social support has been associated with the prevention and improvement of 

patients’ physical health outcomes, quality of life, and emotional well-being, as well as 

reduced morbidity and mortality [24-28]. Social support was originally described as 

information (e.g., tips to address needs) provided by a supportive network that would 

allow a person to feel cared for [29]. Currently, other types of social support have also 

been described, with the most common ones being instrumental support (e.g., assistance 

with tangible and concrete needs or daily tasks, such as providing patients helpful 

products or accessing resources for them) and emotional support (e.g., defined by more 

intangible qualities, like caring, sympathy, understanding, and comprehension) [24, 25].  

According to research by Cantor, social support can further be classified into two 

main categories [30, 31]: formal and informal support. Formal support is frequently 

carried out in official, organizational settings and characterized by low levels of intimacy 

in the context of the relationship (e.g., health care professionals, nurses, physiotherapists) 

[31-33]. Informal support, on the other hand, involves close social relationships with 

people who are frequently in contact with the patient and with whom the patient feels 

more intimacy (e.g., family members and friends) [31-33]. Hence, while health care 

professionals will offer essential health information and care to patients as part of their 

occupational demands, close social relationships will often provide more emotional and 

tangible support for patients’ daily needs with no financial benefit [34, 35]. Furthermore, 

while close relationships are typically defined by openness to self-disclosure contributing 
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to more intimacy, the level of self-disclosure and intimacy within close relationships is 

highly variable and can change over time [36, 37]. 

Another significant feature of social support is that the provision and reception of 

support is not a linear phenomenon. Rather, it is a dynamic process influenced by many 

factors, including sociocultural (i.e., socio-demographic characteristics), situational or 

environmental (i.e., illness and illness-related stressors), temporal (i.e., timing of illness, 

disease stage and severity), and interpersonal or relational (i.e., the relational nature of 

the support system) [38, 39], and that may influence the type and extent of social support 

received. Most notably, this means that support from close social relationships can vary 

in terms of quality and quantity based on the patient’s subjective perception of the 

received social support [28]. Perceptions of social support are what matters most because 

it is this perception that will influence the patient’s openness to receive and benefit from 

the support provided [28, 40]. For instance, sociodemographic characteristics, like 

gender, are related to having different perceptions of support [22, 41-43]. In one review, 

men diagnosed with diabetes or heart failure perceived that they received more support 

from family members and were faced with fewer family barriers for engaging in self-care 

(e.g., being criticized about medical care) than women [22]. 

Although patients with SSc have identified social support as a priority for 

improving quality of life [12-14, 18, 19, 44-47], available evidence is limited, especially 

when comparing to research on more common chronic diseases. The purpose of the 

current study was therefore to develop a deeper understanding of the potential impact that 

support from close social relationships could have on the ability of SSc patients to 

actively cope with their disease. Notably, this exploratory investigation served as a 
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follow-up to a previous focus group study looking at SSc patient and health care 

professional perspectives related to challenges in coping and different strategies aimed at 

enhancing coping with the disease [49]. The research questions guiding the current study 

were: (1) What types of social support do patients with SSc receive from close social 

relationships? (2) What are the different relational factors that impact a patients’ 

perception of the social support received? 

Methods 

Study Design   

Focus groups were conducted to stimulate an open dialogue among participating 

SSc patients. This research strategy has often been used with minority populations [50] 

including rare diseases populations, like SSc [1, 2, 13-15, 44, 51]. Furthermore, focus 

groups can facilitate the discussion of sensitive topics [52] and improve the 

understanding of common experiences by promoting the exchange of differing 

viewpoints [52, 53]. For these reasons, the present study was framed within the 

boundaries of a social constructionist approach, with an emphasis on the importance of 

building shared meaning [53]. 

Participants 

Recruiting individuals diagnosed with a rare disease can be challenging. As such, 

four focus groups were conducted during two major North American SSc conferences; 

two in Canada and two in the United States. The focus groups took place in September 

2014 and July 2015. They were held in private meeting rooms that had been reserved in 

the same hotels as the conferences. Refreshments and/or meals were offered to patients 
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with SSc as compensation for participating. We aimed to include 5 to 10 patients per 

focus group, with discussions lasting approximately 90 minutes.  

Eligibility criteria for patients with SSc included: 1) having received a diagnosis 

of SSc, 2) being an English-speaker, and 3) being at least 18 years of age. Advertisements 

for study recruitment were emailed directly to registered attendees by conference 

organizers in the weeks leading up to the conferences.  

Data Collection and Procedures 

The study was approved by the research ethics committee of the Jewish General 

Hospital in Montreal, Canada. Before participating in a focus group, SSc patients signed 

an informed consent form and completed a socio-demographic questionnaire. Focus 

groups began with a standard statement about the purpose of the study, procedures to be 

followed by patients, as well as a basic introduction to the concept of social support. 

Next, a discussion took place that was centered on participant perspectives about social 

support while actively coping with and managing SSc. A semi-structured interview guide 

was used, which included specific questions and prompts (e.g., Describe your 

experiences getting support for coping with SSc. What do you need to feel supported? 

What type of support is most important to you?). However, the guide was also flexible 

enough to permit the expression of unique or new ideas related to the topic that were not 

present in the original interview guide, as well as foster discussions of ideas related to 

social support that might be uniquely important to SSc patients.  

All focus groups were led by the same two moderators who were graduate-level 

trainees in psychology with research experience in SSc. The use of two moderators is 

consistent with standard methods for focus group research: one moderator primarily led 
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the discussion and the other mainly observed and took notes, but also contributed to the 

discussion whenever needed [54, 55]. The focus groups were audio and video recorded 

and transcribed verbatim by an external trained professional [55]. All transcripts were 

reviewed by the main moderator to ensure accuracy of content prior to coding. 

Data Analysis 

Focus group transcriptions were uploaded to the qualitative data analysis software 

Atlas.ti [56] to help with data storage, coding, and the organization and retrieval of codes. 

A thematic analysis was performed [55, 57, 58], which included two phases. In the first 

phase, a preliminary codebook with codes (i.e., selection of smaller, meaningful text 

segments) and themes (i.e., abstracted data that represent main findings) was developed 

[58]. Identified themes were based on pre-existing research concepts and the original 

ideas presented by the patients. In the second phase, the preliminary codebook was 

further refined through discussions between two coders who met regularly to revise the 

coding system. Any discrepancies in the coding system were resolved through either an 

in-depth discussion between coders until agreement was reached or by consultation with 

a third party, in this case, a member of the research team with a background in qualitative 

research. Reflexivity in the form of field and analytic memos was also conducted and 

used to enhance the thematic analysis [59].  

For the current research report, only discussions that were related to the research 

questions were considered for analytical purposes. Consequently, participants’ 

descriptions of social support received from health care professionals or other patients 

with SSc were excluded, as well as any comments not directly related to coping. To 

highlight the views of patients with SSc, we provided a summary of the focus group 



SCLERODERMA AND CLOSE SOCIAL RELATIONSHIPS 9 

discussions and extracted representative quotes from the transcripts. Quotes were 

modified as needed to correct for grammatical errors or verbal fillers, while also taking 

care to maintain the original meaning expressed by patients [60]. In line with previous 

research endeavors [18, 49], and to preserve patients’ anonymity, individual socio-

demographic characteristics were not provided and pseudonyms were used when 

presenting selected quotes. 

Results 

Participant Characteristics 

A total of 19 patients with SSc participated in the focus groups, of which 17 were 

women (1st focus group = 4 females, 2nd = 4 females, 3rd = 4 females, 4th = 5 females, 2 

males). The age of patients ranged from 31 to 74 years old with a mean age of 57.1 years 

old (Standard Deviation [SD] = 10.9). The mean number of years since receiving a SSc 

diagnosis was 18.2 years (SD = 13.2). While some patients had received their diagnosis 

only a year prior, others had been living with the diagnosis for up to 46 years. Seven 

(37%) patients reported a diagnosis of diffuse SSc; three (16%) reported limited SSc; 

nine (47%) reported CREST syndrome, which is a term used in the past to denote limited 

SSc and an acronym that stands for the main features of the disease, which are 

Calcinosis, Raynaud’s phenomenon, Esophageal dysmotility, Sclerodactyly, and 

Telangiectasia. A total of 12 (63%) patients indicated being White and 15 (79%) had 

completed at least some college/university education. A more detailed summary of 

patient characteristics is provided in Table 1.  

[Table 1 about here] 

Coping with SSc with Social Support: Patient Perspectives 
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Patients shared their perspectives about how they actively coped with SSc while 

receiving support from close social relationships, including partners, children, siblings, 

extended family, and other people who were described as friends due to emotional 

intimacy or frequency of time spend together. Two main themes (and their correspondent 

sub-themes) were identified: 1) types of perceived social support (i.e., emotional support, 

informational support, and instrumental support) and 2) relational factors that enhanced 

or impeded social support according to patients’ perception (i.e., communication style, 

active engagement, and complementarity). A diagram illustrating the relationships 

between the main themes and sub-themes related to coping while receiving support from 

close social ties are provided in Figure 1.  

[Figure 1 about here] 

Types of perceived social support  

Emotional Support 

Emotional support was characterized by the provision of support that is intangible 

and difficult to measure, such as an attitude or a gesture. Although patients reported 

receiving other types of support while interacting with people close to them, they often 

prioritized emotional support above all other forms. Patients expressed how being 

emotionally understood and encouraged by someone close to them served as an important 

source of comfort. For instance, it was helpful for patients to have someone close to them 

with a supportive attitude about the diagnosis and who knew them enough to know when 

and how to support them emotionally without causing more distress.  

Having close social relationships with people who knew how to reduce the 

emotional strain associated with talking about the disease was also beneficial. Examples 
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of this included people knowing when to talk (or not to talk) about the disease, using 

agreed-upon shorthand phrases that referred to topics the patients did not want to discuss 

explicitly (e.g., asking patient: “How many spoons do you have left?” instead of: “Are 

you tired?”), or consciously avoiding repeatedly naming the disease or discussing specific 

symptoms. These attitudes and gestures helped patients to cope better with their disease, 

and at the same time, avoid emotional exhaustion. 

According to patients, they also felt emotionally supported by close social ties 

when the latter knew them so well that they were able to simply predict their needs. This 

minimized the necessity to talk about the disease and to repeatedly clarify their concerns. 

Jodie (63 years old, diffuse SSc, retired) shared:  

If it wasn’t for my husband, I don’t know where I’d be because I’m independent, I 

don’t like to ask for [things] and he reads my mind [...]; he knows [my needs] and 

he takes a lot of the load I have [...], but graciously and delicately. 

Other times, patients felt emotionally supported by close social ties who were 

understanding and accepting of necessary lifestyle changes and adaptations they had to 

make, such as wearing gloves or sweaters in the summer to prevent circulation problems 

from being exacerbated by air conditioning. Aaron (74 years old, CREST syndrome, 

retired) explained: “If there’s outdoor dining, I will ask if it’s comfortable enough for 

them to eat outdoors. If not, I’ll sit [indoors] with a jacket [to face the air conditioning]. 

But [often] they understand where I’m coming from.” 

Family members and friends also provided emotional support by motivating 

patients to continue coping actively (e.g., attending educational conferences, socializing) 

despite the many challenges they face. In so doing, these close relationships reduced 
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patients’ desire to engage in behavioral or cognitive avoidance, which patients reported 

as contributing to them being insufficiently informed and ill-prepared to cope with their 

disease. Karen (47 years old, CREST syndrome, on disability) explained that her mother 

had been especially motivating in terms of helping her overcome her hesitation about 

attending SSc conferences: “She says, ‘You’re going.’ And so, she kind of just kicked me 

in my [butt] and [I decided], ‘Okay. I’ll do this just to keep my mother happy.’” Without 

motivation from an emotionally supportive close social tie, some SSc patients struggled 

to act on their knowledge or use positive coping skills because they felt too stressed.  

Informational Support 

The patients also referred to the provision of advice, information, and expertise. 

Many patients reported that close social relationships offered them informational support, 

even prior to receiving a formal diagnosis of SSc. This information helped the patients 

discuss and gain knowledge about the likely causes of physical symptoms, as well as find 

ideas of what to discuss with their health care professionals, and prepare themselves for 

future challenges. Moreover, some patients discussed how family members who had 

previously received a SSc diagnosis (or another chronic disease diagnosis) shared helpful 

insights about managing symptoms, dealing with disease progression, and coping with 

daily disease-related challenges. 

Family members also helped patients access information about SSc and disease 

management by sharing their own skills and expertise on how to access information, such 

as navigating the internet, accessing research evidence, and interpreting research 

findings. John (56 years old, diffuse SSc, employed full-time) shared his experience of 

the support received from his brother: “I can read [a research] paper […]. [But] if I don’t 
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understand something, my brother, [who] has a post doctorate degree […] [and who] did 

research [in chronic diseases, will help]. I’ll send it to him […] and ask what he thinks 

[about it].” SSc patients in the current study also discussed the benefits of having close 

social ties that were knowledgeable about how to find and connect to available resources, 

such as support groups, educational conferences, and hospitals with specialized SSc 

services.   

Likewise, family members who worked as health care professionals (e.g., nurses, 

doctors) were important sources of informational support for patients because they often 

had insider knowledge about how to navigate the health care system more efficiently 

(e.g., which specialist to see, how to access services and treatments, overcoming hospital 

bureaucracy). Stephanie (32 years old, limited SSc, on leave of absence) explained her 

experience:  

My mother is a nurse […and] I think that makes a huge difference […compared] to 

SSc patients who don’t have family in the medical field. It’s […] like a bonus. She 

knows where to go. Not about the disease, but where to [start in case of need]. 

Instrumental Support 

Examples of instrumental support that patients shared mainly revolved around 

received support related to medical commitments, like offering them a lift to attend their 

appointments, accompanying them to medical appointments to improve recall of 

treatment recommendations, and identifying and connecting patients to medical 

specialists or doctors with expertise in SSc.  

Patients appreciated as well the support provided by family members and friends 

that helped them manage daily life challenges, including their assistance with household 
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tasks (e.g., redistribution of responsibilities in the household) or providing new adaptive 

resources or products (e.g., heating pads, extra warm clothing, adapted household tools 

like an electric can opener). Rachel (65 years old, limited SSc, retired) shared the 

following: “[My father-in-law is] just watching me, […] realizing: ‘That’s not working 

for her. What can I do to make it work?’” For instance, he noticed that, “I can’t pull my 

oven […] racks out. So he made me this little thing. It’s almost like a back scratcher but 

it’s more solid, and you reach in there and you pull your bottom rack out.” 

Impact of Relational Factors on Social Support 

Communication Style 

One relational factor identified by SSc patients as either enhancing or impeding 

social support was communication style. For instance, many patients reported that when 

they made efforts to maintain an open and honest line of communication about the 

diagnosis and disease symptoms, functional limitations and abilities, social support 

needs, and emotional distress; then, the quality of social support received was often 

enhanced. For these patients, clarity in communication was crucial to resolving 

misunderstandings or incorrect assumptions about their illness and well-being. As such, 

when they clearly stated their needs, their close social relationships could respond and 

subsequently provide appropriate forms of support. Vicky (49 years old, diffuse SSc, 

retired) explained:  

People aren’t going to know what I need if I don’t tell them. So I had to learn how 

to communicate more efficiently […] and to tell people what I needed so that they  
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could be there for me. […]. And so for me it […was], “I need you to go to the 

grocery store for me,” “I need you to pick up some meds,” or “I need you to come 

over and wash my hair.” 

Patients also brought up two issues related to communication style that impeded 

their ability to cope better using social support. In some cases, patients withheld 

information about their diagnosis from close social ties out of fear of potential negative 

reactions. In turn, poor communication due to non-disclosure on the patients’ side 

resulted in limited knowledge by family and friends, which then contributed to close 

relationships experiencing increased anxiety, and enacting more fearful and avoidant 

behaviors towards the patient. Vicky (49 years old, diffuse SSc, retired) explained: “It’s 

hard for them to see me sometimes. They’re always protective. And so sometimes […], I 

don’t share as much with them. […] I tend to protect them.”  

Moreover, patients found that close social ties with insufficient understanding 

about the disease could sometimes hinder both communication and the patients’ 

likelihood to receive appropriate support; a fact exacerbated by the patients’ tendency to 

withhold information from friends and family members. Moreover, even close social ties 

that made conscious efforts to stay engaged and attuned to patient needs often lacked 

sufficient understanding of the disease in order to provide appropriate support. Thus, 

close social relationships that lacked an understanding of the disease often expressed 

unhelpful judgments, fears, or opinions that were unsupportive and led the patients to 

detrimental coping. Common examples were that people close to them didn’t necessarily 

comprehend the patient’s need to adapt their lifestyle, make adjustments to old hobbies, 
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reduce the frequency of social activities, or minimize travel because of physical 

limitations and symptoms, including chronic fatigue or chronic pain.  

Active Engagement 

Patients with SSc shared that having close social ties that actively raised 

awareness about the disease in the community was helpful because it reduced barriers to 

coping that were related to a lack of disease knowledge (e.g., receiving negative 

judgment, misunderstandings while engaged in daily tasks). In addition, patients 

discussed the benefit of having close social ties that were motivated to learn about the 

disease and get involved in the patient’s life, despite possible fears or personal 

discomfort. For instance, Rachel (65 years old, limited SSc, retired) shared: “My husband 

[goes] along [with me to SSc conferences]. And he’s gotten very comfortable because 

he’s seeing other people [with the disease]. […] But he [wasn’t always] comfortable 

[before]. So […] education [was a] big thing [for him].”  Increased exposure to SSc 

knowledge and other patients in the larger SSc community, may provide close social ties 

with opportunities to learn about the disease and reduce their distress about the unknown.  

Close relationships also helped patients reduce their distress by developing a clear 

action plan for the patient, especially when they felt too overwhelmed to do so alone. 

Having immediate sources of support who were involved was especially beneficial for 

patients when facing scary times, for instance during extended hospital stays or while 

struggling with severe symptom flare-ups. Moreover, patients noted that the mere 

presence of close family and friends in these difficult, stressful, and uncertain times, was 

reassuring for them.  
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Patients with SSc also discussed the negative impact of having close social ties 

that could not (or would not) get involved in disease management or coping efforts. For 

instance, having close relationships engage in fearful-avoidant behaviours (e.g., refusing 

to talk about SSc, avoiding spending time with patient) could interfere with patients’ 

ability to receive support. Patients reported that many people close to them would react 

by keeping their distance because they were frightened of witnessing the impact of the 

disease or observing the patient’s daily struggles. Amanda (56 years old, CREST 

syndrome, employed part-time) shared the following: “My niece and nephew [don’t] 

want to be part of this because it’s scary to [them].” Other times, patients reported that 

their close social ties were simply too focused on their own needs to provide reliable 

support. Patients described that regardless of the underlying motives of people close to 

them (e.g., anxiety, focused on their own lives), this lack of involvement contributed to 

increased difficulties coping with the disease, including more emotional distress and 

reliance on financial resources to compensate for the lack of support from close social 

ties.  

Complementarity 

This relational factor was understood as the congruence of coping styles between 

patients and their close social relationships. Patients discussed the importance of being 

selective and careful when choosing which close social ties to rely on for support, based 

on a cursory assessment. For instance, patients with SSc reported that they were more 

willing to interact with and receive support from close relationships when the support 

provided was consistent with their actual needs and preferences. Congruence of coping 

styles could either involve their unique way of listening to the patient’s concerns, their 
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approach to motivating them to cope, or the forms of practical assistance to carry out and 

facilitate patients’ daily life. Jodie (63 years old, diffuse SSc, retired) explained that, for 

her, surrounding herself with people who could laugh and be positive was key:  

I think it’s […] important […] to surround yourself with people who are upbeat 

[and] have a good sense of humor […]. I use [my] sense of humor to get me 

through […] my day.  But there are people out there, and they might have been 

friends at one time, but they [are] toxic in their way of being around you [because] 

they’re negative. [I] don’t want to be around people who are negative. 

Patients also discussed the importance of ongoing congruity in terms of coping 

styles because disease symptoms and support needs can evolve over time due to disease 

progression. The ability of close social relationships to provide appropriate support may 

also improve over time, as these individuals may become more knowledgeable and 

comfortable with the illness and more attuned to the patients’ needs.   

Discussion 

Social support provided by close social relationships is an important factor for 

patients coping with rare chronic diseases like SSc. Overall, patients in the current study 

found that receiving emotional, informational, and instrumental support from close social 

relationships allowed them to be better equipped to face the various challenges associated 

with the disease and to engage in more effective coping behaviours. Although all types of 

support were described as beneficial, receiving emotional support from close 

relationships was often prioritized because of the intimate knowledge these people had of 

the patient’s needs and preferences (i.e., compared to health care professionals or 

community acquaintances). Additionally, different relational factors that may impact the 
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ability of SSc patients to benefit from social support were identified. These relational 

factors included communication style, active engagement, and complementarity. Mainly, 

patients highlighted the benefits of clear and honest communication, interacting with 

people who were motivated to learn about SSc, and being selective when choosing their 

sources of social support. However, patients shared benefitting less from social support 

when they received judgment and criticism from them, when they avoided interacting 

with others or sharing details about the disease, or when family and friends refused to get 

involved in their care. 

Even if the current research about the role of social support for SSc patients is 

limited to a few qualitative studies investigating SSc coping and quality of life [18, 19, 

49], this study seems to corroborate previous findings. For instance, while patients with 

SSc reported benefitting from all types of social support, past research found that the key 

to navigating health care was relying on friends and family members who would not deny 

their limitations or necessary adaptations [19]. Past research also found that coping while 

dealing with the burden of the disease in daily life involved seeking out social support to 

cope with difficult emotions [18, 49], as well as to resolve challenges accessing 

information and resources [49]. Furthermore, some SSc studies found that 

disclosure/non-disclosure to others [13](i.e., communications style) and social isolation 

and social interactions [12](i.e., active engagement) can influence SSc patient quality of 

life.   

The results of this study were also in line with findings from general chronic 

disease research [61-63]. These past studies found that both instrumental and emotional 

support received by family and friends improved coping behaviours [63] and disease 
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management outcomes for chronic disease patients [62]. Furthermore, although 

informational and instrumental support were identified as helpful at times, emotional 

support was deemed more effective at improving patient well-being and most important 

when received in the context of close relationships [61]. Past research also identified 

health care professionals as the most trustworthy source of information about the disease 

and medications [34], thus explaining why informational support from family and friends 

may be less critical for patients. Previous research investigating relational factors and 

coping in common chronic diseases seems consistent with the current findings as well 

[21, 64]. For instance, in one study, identifying and connecting to relevant social network 

resources (i.e., active engagement), negotiating within networks to help shape the 

relationship, expectations, and communication (i.e., communication style), and 

developing a shared perspective and shared objectives (i.e., complementarity) were 

identified as factors that could affect patient engagement with social support [64].  

To our knowledge, this is the first study that has directly examined the role of 

social support in SSc, as previous studies have only inferred about social support through 

research on disease coping and quality of life [18, 19, 49]. Of note, social support was the 

focus of the current study, not social networks, as the goal was to explore the function of 

social network ties (e.g., social influence, companionship, types of support) not the 

structure of the social networks themselves (e.g., size, frequency of contact, intimacy) 

[24, 25, 28]. The current study therefore extended existing research knowledge by 

revealing a number of previously unknown priorities and needs for SSc patients while 

seeking social support from close relationships. For instance, patients with SSc discussed 

the benefits of receiving more concrete forms of support (i.e., instrumental and 
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informational support) from family and friends while navigating a wide variety of daily 

life situations. However, it was only when their close social ties had specialized 

knowledge or skills (e.g., enhanced understanding of healthcare system) that the patient 

came to rely on them for informational or instrumental support.  Otherwise, receiving 

emotional support from family and friends was deemed more beneficial. Further, it was 

identified in the present study that while some patients with SSc did not seek support 

from others simply out of habit (e.g., self-sufficiency always encouraged as a family 

norm), many avoided requesting support out of fear that it would cause their close social 

ties to be excessively worried or anxious.  

 The current study brought to light the role of a few different relational factors in 

the context of SSc patients receiving social support from close social relationships. 

However, it is possible that other factors, not discussed in the current study, have a 

greater effect on SSc patient perceptions of social support. For patients with other chronic 

diseases, the socio-demographic characteristics of the patient, the family context, and the 

disease stage and severity [38, 39] can all have an influence on perceptions of social 

support. For instance, important gender differences have been found to be related to how 

chronic disease patients perceive and experience social support [22, 41-43, 65] In 

addition, because SSc involves many symptoms that are less visible (e.g., internal organ 

involvement) the close social ties of patients are often left with limited information about 

patient symptoms and well-being unless there is active communication. Thus, the nature 

of the disease might affect SSc patient perceptions of social support (i.e., lack of support 

for symptoms that are invisible to others) more so than relational factors that are often 
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less disorder-specific. Finally, it is possible that there are yet unknown life context factors 

moderating the relationship between social support and coping for SSc patients [38, 39]. 

Study Limitations 

Some important limitations should be considered. First, although efforts were 

made to increase the number of patients by running focus groups during SSc patient 

education conferences (i.e., to address SSc disease rarity and difficulties involved with 

bringing together a large number of patients) [1], the sample size remained small and did 

not allow for theoretical saturation [66, 67]. Second, because we sought to recruit patients 

at conferences, participants were sampled conveniently. The use of convenience sampling 

is a limitation because it might increase the likelihood that patients were people who were 

physically able to travel (e.g., experienced less severe disease involvement, had more 

financial means), motivated to learn about the disease, and thus had more experience 

coping, which may not be representative of all patients with SSc. On the other hand, 

enrollment of patients more active in the SSc community may have allowed for more 

fruitful focus group discussions. Third, assessing possible differences between or within 

sub-groupings of patients with SSc (e.g., men versus women, diffuse versus limited SSc 

sub-types) was not possible because the study was exploratory and not designed to assess 

group differences [52]. Finally, a fourth limitation involves the use of a semi-structured 

interview, which had the goal to better follow the flow of patients’ discussions and to 

capture their unique interests [55]. Although this resulted in not being able to perform a 

detailed comparison of findings across focus groups, it was beneficial because it allowed 

for more flexibility to explore ideas that emerged directly from the patients [55]. 

Future Directions for Research 
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 Based on the current study findings, there are many additional topics that would 

be beneficial to research in the future. For instance, some studies have found that 

different sources of support, including family and close friends, health care professionals, 

community acquaintances, and even other chronic disease patients, might provide 

different kinds of support and have different effects on patient coping [38]. Some studies 

have even found differences in social support received from family members versus close 

friends [21]. In time, quantitative research assessing the relationship between perceived 

social support and SSc patient health outcomes, like coping behaviours or medication 

adherence, should also be conducted [68]. Finally, research into chronic diseases has 

found that patients’ experiences of social support and their tendencies towards help-

seeking (or not) can vary depending on different socio-demographic characteristics, such 

as race/ethnicity [69] and gender [65]. Because of the small proportion of men diagnosed 

with SSc, as well as the small proportion of patients who identify as part of a racial or 

ethnic minority group, the perspectives and experiences of these individuals are often 

under-represented in research. Thus, conducting research into racial, ethnic, and gender 

differences in coping and social support would be important for understanding ways to 

support the entire SSc community.  

Practical Implications 

Helping SSc patients engage with social support while coping with the disease is 

one possible way of improving patient quality of life. Therefore, in addition to helping 

patients access community-based support tailored to their unique needs, which is an 

initiative currently pursued by the Scleroderma Patient-centered Intervention Network 

[48, 70], programs tailored to helping family members and friends of patients could also 
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be beneficial. Research has investigated, for example, the benefits of family education 

programs, family support programs, and peer support programs for helping the social 

network of patients with common chronic diseases [20-22].  However, it is still unclear 

which strategies and behaviours community programs for family members should target 

(e.g., learning about supportive communication, helping patients with concrete goal-

setting) [22]. Overall, having a better understanding of the influence of social support 

received by family and friends of SSc patients might provide an increased understanding 

of how to develop and tailor family-centered interventions to help patients cope. 

Conclusions 

Receiving social support while coping with a chronic disease like SSc is 

important for improving the quality of life and emotional well-being of patients. Patients 

with SSc experience numerous challenges related to their disease, and they often cope 

better when supported by close social relationships. However, lack of or non-adaptive 

social support can also serve as an impediment to coping depending on the individuals 

involved and the nature of their relationship. This study, affords a first glimpse into 

possible ways that social support can improve, as well as hinder, disease management 

and coping for patients with SSc. A deeper understanding of the role of close social 

relationships while coping is also important because coping does not happen in isolation. 

Community-based support programs intended to help patients learn tools to manage 

disease symptoms, navigate medical care, reduce emotional distress, and improve 

communication about the disease and personal needs should also include interventions 

aimed at fostering supportive relationships with close ones. The entire community of 

patients with SSc could benefit from new knowledge and skills to better navigate life 
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post-diagnosis. A stronger social support network might prevent patients from having to 

manage their numerous disease-related challenges in isolation. 
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Figure 1. Participant perspectives on types of social support received from close social 

relationships and relational factors impacting support 
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Table 1. Socio-demographic characteristics of patients with scleroderma (N=19) 

Variables 
 

Age, mean (standard deviation) 57.1 (10.9) 

Female gender, n (%) 17 (89.5) 

Race/ethnicity, n (%) 
 

        White 12 (63) 

        African American or Black 2 (10.5) 

        Asian 2 (10.5) 

        Aboriginal 2 (10.5) 

        Not specified 1 (5) 

Level of Education, n (%) 
 

        High school graduate 4 (21) 

        Some college/university 6 (32) 

        College/university degree 6 (32) 

        Postgraduate degree 3 (16) 

Occupational status*, n (%) 
 

        Homemaker 1 (5) 

        Retired 8 (42) 

        On disability 9 (47) 

        On leave of absence 1 (5) 

        Full-time employed 3 (16) 

        Part-time employed 1 (5) 

Scleroderma subtype, n (%) 
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        Diffuse scleroderma 7 (37) 

        Limited scleroderma 3 (16) 

        CREST 9 (47) 

Years since diagnosis, mean (standard deviation) 18.2 (13.5) 

*Total n (%) is greater than 19 (100%)  

because some patients reported more than one occupational status 

 

 


