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The objective of this study was to identify the social factors that influence the caregiving
experiences of family caregivers of individuals with dementia in the Iranian context. This
was achieved through the use of a constructivist grounded theory methodology and a
qualitative approach. Iranian family caregivers of individuals with dementia with a
minimum of six months of experience comprised the study population. In 2025, 13
caregivers (10 women and 3 men), five from Tehran and eight from other cities,
participated in data collection in Tehran. Purposive sampling with inclusion criteria was
employed at the outset, and as the analysis progressed, theoretical sampling was
subsequently used to develop the emerging categories. Semi-structured interviews were
implemented to accumulate data. Data were manually analyzed in accordance with
Charmaz’s methodology, concurrently with data collection, through initial and focused
coding, and continued until category development, conceptual categorization, and
theoretical saturation. The development of two primary categories and five subcategories
was the result of the conceptual classification of the findings. The category “Caregiving
experience within inhibiting social interactions” included subcategories of “exposure to
distressing reactions and inappropriate social interference”, “gradual loss of social ties”,
and “caregiving loneliness due to minimal involvement of others”. The category
“Caregiving experience within inhibiting social interactions” included the subcategories
of “social reactions as a source of strengthening resilience and meaning” and “sharing
the caregiving burden with others.” These results indicate that caregiving is influenced
by the social context in which it is performed, and that Iranian society can either
facilitate or impede this process. This is a critical aspect that should be considered in the
context of psychoeducational interventions and policymaking.
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of People with Dementia: A Qualitative Study

Extended Abstract
Aim

Dementia is a major global health challenge and the seventh leading cause of death worldwide
(World Health Organization [WHO], 2025). In low- and middle-income countries, approximately 95%
of people living with dementia are cared for by family members, compared with about 69% in high-
income countries, highlighting the central role of families in dementia care within these settings
(Wimo et al., 2018). Although families provide most dementia care, the caregiving experience is
inherently shaped by its social context. Family traditions and social norms, for example, may
encourage family members to assume caregiving responsibilities (Farhadi et al., 2022; Hosseini et al.,
2022), while support from social networks and shared caregiving responsibilities can alleviate the
burden of care (Hosseini et al., 2022; Widyastuti et al., 2023). Conversely, the social environment may
exacerbate caregiving challenges through negative social reactions, stigma (Shafiei et al., 2017;
Theresia et al., 2023), reduced social engagement, and caregivers’ social withdrawal (Ar & Karanci,
2019; Ozcan & Akyar, 2021; Farhadi et al., 2022). In Iran, however, the social dimensions of dementia
caregiving remain underexplored and have generally been addressed as secondary rather than
independent areas of inquiry (e.g., Farhadi et al., 2022; Hosseini et al., 2022). Moreover, limited
attention has been paid to caregiving as a dynamic and evolving process. Understanding these social
influences is essential because interventions that overlook the broader social context may fail to
address caregivers' actual needs. Existing interventions in Iran (e.g., Zarepour et al., 2020;
Yazdanmanesh et al., 2023) have primarily focused on educational and psychological aspects of
caregiving, with limited attention to the social and structural components that are integral to the
Iranian cultural context and play a crucial role in shaping caregivers' experiences.

Therefore, this study aimed to identify the social factors that shape and influence the caregiving
experiences of family caregivers of people living with dementia in Iran.

Methodology

To address the research question, this study adopted a qualitative approach using constructivist
grounded theory (Charmaz, 2022) at the level of conceptual ordering. Strauss and Corbin (1998) argue
that grounded theory methods are applicable not only to theory generation but also to analytical
description and conceptual ordering. The study population consisted of Iranian family caregivers of
people living with dementia who had at least six months of caregiving experience. Data were collected
in Tehran in 2025 through interviews with 13 family caregivers (10 women and 3 men). Five
participants resided in Tehran, while the remaining eight lived in other cities across Iran. Participants
were initially recruited through purposive sampling based on predefined inclusion criteria, including
being a first-degree family member, living with the person living with dementia, or being regularly
and actively involved in providing daily care. As data analysis progressed, theoretical sampling was
employed to further elaborate the emerging categories and achieve theoretical saturation.

Data were collected through online semi-structured interviews. Each interview began with a
broad question about the participant's caregiving experience and was followed by questions exploring
its social dimensions, including:

e How have cultural or religious beliefs (including your own beliefs as well as the beliefs and
expectations of your family and society) influenced your caregiving experience?

¢ Can you describe situations in which these beliefs positively or negatively influenced your
feelings or decision-making?

¢ How have other people reacted to the person you care for?

¢ How have others responded to your role and experiences as a caregiver?
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¢ In what ways have others supported or accompanied you in caring for the person living
with dementia?

e How have these reactions and the level of support influenced your emotions, caregiving
burden, and continuation of care?

The interview guide was flexible, and the wording and sequence of questions varied according to
the flow of each interview. Consequently, not all questions were asked of every participant. Follow-up
and probing questions were used throughout the interviews to obtain richer and more in-depth data.
Data analysis was conducted concurrently with data collection following Charmaz's constructivist
grounded theory approach (Charmaz, 2022). The analysis began with initial coding and proceeded to
focused coding, through which larger segments of data were synthesized and interpreted. The most
significant initial codes were then developed into focused codes to construct conceptual categories.
This iterative process continued until theoretical saturation was achieved, resulting in the development
of robust conceptual categories. To maintain close engagement with the data, all analyses were
conducted manually without the use of qualitative data analysis software. Throughout the analytical
process, memo writing, reflexive journaling, and the constant comparative method were employed.

The quality of the study was evaluated using Charmaz's four criteria of credibility, originality,
resonance, and usefulness. In addition, strategies such as constant comparison, memo writing, and
reflexive journaling were applied throughout the study to enhance the rigor and trustworthiness of the
analysis (Charmaz, 2022).

Findings
Analysis of the data resulted in two main categories. The categories, subcategories, and
representative coding samples are presented in Table 1.

The first category, "Caregiving Experience Within Inhibiting Social Interactions," comprised
three subcategories: "Exposure to Distressing Reactions and Inappropriate Social Interference,”
"Gradual Loss of Social Ties," and "Caregiving Loneliness Due to Minimal Involvement of Others."
This category illustrates how caregivers encounter negative social reactions, judgment, stigma, and
uninformed interference, all of which impose additional emotional and social strain. Within the Iranian
cultural context, where preserving the dignity of older adults is highly valued, such negative reactions
made the caregiving experience particularly distressing. Consequently, caregivers often sought to
protect the dignity of the person living with dementia by actively managing others' language and
responses.

As caregiving demands increased, participants described a gradual reduction in their social
interactions and a shrinking support network. At the same time, limited practical and emotional
involvement from others contributed to feelings of caregiving loneliness and intensified the overall
burden of care. This decline in social engagement was associated with multiple factors, including the
intensity of caregiving responsibilities, psychological exhaustion, depressive symptoms, feelings of
guilt about leaving the person living with dementia, fear of social stigma, and, in some cases, the
withdrawal of relatives and friends from both the person living with dementia and the caregiver.

1

The second category, "Caregiving Experience Within Facilitating Social Interactions," included
two subcategories: "Social Reactions as a Source of Resilience and Meaning" and "Sharing the
Caregiving Burden." This category demonstrates that positive social responses—including genuine
empathy, understanding, appreciation, and respect—can provide emotional relief, strengthen
caregivers' resilience, and enhance their sense of meaning. Furthermore, practical, emotional, and
informational support from family members and social networks, when accompanied by an adequate
understanding of dementia, can reduce the burden of care and improve the overall caregiving
experience. The findings further suggest that as dementia progresses and caregivers have little time to
attend to their own needs, such support creates opportunities for self-care and helps prevent caregiver
burnout.
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Table 1. Categories, Subcategories, and Representative Coding Samples
Categories Subcategories Representative Coding Samples  Illustrative Interview Extracts
Caregiving Exposure to Facing interference in the "They keep calling him—or me—saying,
Experience Distressing treatment process 'Don't give him the pills. Don't let him
Within Inhibiting Reactions and take those medications." (Interview 11)
Social Inappropriate Social
Interactions Interference
Gradual Loss of * Feeling exhausted by caregivings "I was exhausted. I couldn't even go out
Social Ties Lacking energy for social with my friends... What are a person's
engagements Viewing social basic needs? Recreation, social
interaction as a basic human need  interaction, personal growth... I didn't
even have the energy to leave the house."
(Interview 7)
Caregiving * Others' inability to accept the "Whenever my brother came to help, he
Loneliness Due to illnesse Preferring caregiving just couldn't accept my mother's
Minimal alone rather than receiving condition... I preferred that he stay away
Involvement of impatient assistance® unless I needed physical help. Seeing her
Others Experiencing an increased burden  in that condition was unbearable for him,
of care and it only made things harder for me."
(Interview 6)
Caregiving Social Reactions asa  * Feeling encouraged when "When close relatives truly understand
Experience Source of Resilience  caregiving efforts were what I'm going through and tell me,
Within and Meaning recognized* Emotional comfort "You're carrying such a heavy burden,' it
Facilitating from prayers rooted in genuine means so much to me. Even their prayers
Social understanding feel sincere, and they give me comfort."”
Interactions (Interview 9)
Sharing the * Adjusting expectations by "My son always told me, 'Dad, think of
Caregiving Burden viewing the person as a childe her as a child. A child may misbehave,
Better understanding dementia create problems, or refuse to listen. You
symptoms through others' need to respond to her with the same
perspectivese Learning patient patience you would show a child."
responses from family members (Interview 13)
Conclusion

Regarding the social factors that inhibit caregiving, the findings indicate that negative social

reactions, including unfair judgments and social stigma, play a significant role in shaping caregivers'
experiences. This finding is consistent with previous research (Shafiei et al., 2018; Theresia et al.,
2023). These challenges appear to be largely associated with limited public awareness of dementia,
which remains low across many Middle Eastern countries (Mowafi et al., 2025). The findings further
suggest that negative social reactions may contribute to caregivers' social withdrawal; however, this
outcome cannot be attributed solely to these reactions. Consistent with recent review studies (Lee et
al., 2021; Lindeza et al., 2020), social isolation also appears to stem from the nature of dementia itself,
particularly its need for continuous supervision and long-term care. Previous evidence has shown that,
compared with caring for individuals with other chronic conditions, dementia care requires longer
hours, involves greater functional impairment, and demands the management of more complex
symptoms, all of which contribute to a substantially greater burden of care (Sheehan et al., 2021).
Within the Iranian context, this burden is further exacerbated by structural limitations in long-term
care services, including the shortage of day-care centers and trained caregiving personnel (Jafari et al.,
2024).

Despite these challenges, the findings demonstrate that the same social context can also facilitate
caregiving when accompanied by greater public awareness and supportive social responses. Cultural
values emphasizing respect for and care of older adults in Iranian society may provide a source of
moral motivation while fostering recognition and appreciation of caregivers' efforts. Furthermore,
support from family members and broader social networks can serve as an effective coping resource
by strengthening caregivers' motivation and reducing the burden of care, consistent with previous
studies (Hosseini et al., 2022; Widyastuti et al., 2023). From a theoretical perspective, this study
underscores the dual role of social interactions in shaping the caregiving experience, demonstrating
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that they may function as both inhibiting and facilitating forces. From a practical perspective, the
findings highlight the need for public awareness initiatives aimed at reducing dementia-related stigma,
as well as psychoeducational and supportive interventions that extend beyond family caregivers to
include their wider social networks.

This study has several limitations. First, differences associated with caregivers' age and
generational position were not examined independently, despite their potential influence on the social
experience of caregiving. Comparative studies involving caregivers from different generations may
therefore provide additional insights. Second, most participants belonged to middle- and higher-
socioeconomic groups, which may limit the transferability of the findings. Future research involving
caregivers from lower socioeconomic backgrounds could provide a more comprehensive
understanding of dementia caregiving within the Iranian context.

Overall, the findings suggest that, within the sociocultural context of Iran, factors such as social
rejection, social withdrawal, inappropriate social interference, and insufficient support increase the
burden of care. Conversely, the same social environment can facilitate caregiving by strengthening
caregivers' motivation, fostering meaning-making, recognizing caregivers' efforts within Iranian-
Islamic cultural values, and providing practical and emotional support. Accordingly, future policies
and interventions should not only strengthen facilitating social mechanisms but also identify, address,
and reduce the social factors that hinder caregiving.

Keywords: Dementia, Family Caregivers, Grounded Theory, Social Context, Social Interactions.
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