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ABSTRACT 

It is estimated that 15 percent of the world’s population live with some form of disability 

where neurodevelopmental disabilities [NDD] could be one. In Sweden it is estimated that 

five to seven percent of all children are diagnosed with NDD and attached to these children 

are parents who are in need of support due to unique stress problems. Support of other 

parents has been shown to be appreciated, but also support by interest organizations. The 

aim of this study was to explore how representatives from an interest organization experience 

their preconditions to support the health of parents of neurodivergent children. This was 

explored through qualitative semi-structured interviews with representatives from the 

interest organization Attention. The transcribed interviews were analyzed with a manifest 

content analysis and the result showed that time for the representatives to volunteer as well 

as time for the parents to participate affect the preconditions to support parents. Individual 

experiences of being a parent of a child with NDD, as well as finances and support from the 

main organization were seen as resources. Shared knowledge and networking between the 

organization Attention and authorities were experienced as preconditions to offer support. 

This study concludes that appropriate resources and cooperation would be beneficial for 

the representatives’ preconditions to support the health of these parents. 

 

 

Keywords: Neurodevelopmental disability, non-profit organizations, preconditions, public 

health, support. 
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1 INTRODUCTION 

The authors of this thesis have both in previous theses studied challenges related to stress in 

work life and neurodevelopmental disabilities in different contexts. Furthermore, they have a 

personal relation to the topic due to neurodevelopmental disabilities being present in their 

lives through family relations and work.  

 

Neurodevelopmental disabilities are neurological conditions which can include autistic 

spectrum disorder [ASD], attention deficit and hyperactivity disorder [ADHD], intellectual 

disabilities and learning disorder (Almogbel et al., 2017). The prevalence among children 

with neurodevelopmental disabilities in Sweden is approximately five to seven percent of all 

children (Socialstyrelsen, 2022). For the families of these children, studies have found that 

the experienced health can be challenged (Barnett et al., 2003) and that support of other 

parents can be appreciated (Zellars & Perrewé, 2001).  

 

The national organization Attention is a non-profit organization in Sweden offering this type 

of support (Attention, 2022). Non-profit organizations are important actors that can play a 

supplementary role in health promotion by individual support and civic and politic impact on 

a societal level (Frumkin, 2005). With an aim to support relatives and/or individuals with 

neurodevelopmental disabilities, as well as spreading awareness and educate the community, 

the organization Attention acts as an important influencer of public health systems in society 

(Attention, 2022). Because the representatives of the organization play a key role in the 

organizations work by influencing the individual and the public, their preconditions are of 

interest to explore. Therefore, the topic for this thesis was chosen to qualitatively enhance 

understanding about how the representatives experience their preconditions to support the 

health of parents of neurodivergent children. The authors hope that this study will offer 

insights of what representatives need in order to conduct their work, but also contribute to 

future support systems surrounding families of children with neurodevelopmental 

disabilities, key organizations, and society as a whole. From a public health point of view this 

type of research could be of importance since vulnerable groups in society are in need of extra 

support and could therefore benefit to be focused on (Rostila & Toivanen, 2018). 
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2 BACKGROUND 

The World Health Organization [WHO] defines health as “a state of complete physical, 

mental and social well-being and not merely the absence of disease or infirmity” (WHO, 

2022). Because this definition leaves room for great variation of what is considered as health, 

it also empowers individuals to experience if whatever affects their health is something they 

have or something they are and define it thereafter (Garrity et al., 1978). The overall public 

health policy goal in Sweden is to create societal prerequisites for good and equal health, with 

eight target areas (Folkhälsomyndigheten, 2022). Target area number seven highlights the 

health benefits with participation, control, and impact. Within target area number seven, civil 

society is emphasized as having an important role, where individuals can act together with 

common interests which enables impact and participation (Folkhälsomyndigheten, 2022). 

One example of sharing common interests could be through interest organizations focusing 

on a specific area that an organization represent. In this study focus is on an organization 

focusing on neurodevelopmental disabilities. This because studies have found that the 

experience of health can be challenged when parents are faced with raising a child with 

chronic illness, which could contribute to problems with stress, family relations, and health 

(Barnett et al., 2003). 

2.1 Neurodevelopmental disabilities 

According to WHO (2011), it is estimated that around 15 percent of the population worldwide 

have some form of disability. Individuals who are living with disabilities are suggested to 

experience poorer health due to functional impairment, as well as an increased risk of 

unhealthy behaviors, such as smoking, poor dietary habits and sedentary lifestyle in relation 

to the general population (WHO, 2011). The experience of functional impairment seems to 

differ dependent on interactions between the individual and environmental conditions, for 

example it is suggested to be more difficult with cognitive and intellectual disabilities than 

physical disabilities among children with disabilities in a school context (WHO, 2011). 

Cognitive disabilities, or neurodevelopmental disabilities [NDD] are neurological conditions 

which are associated with functional impairment. Such conditions can include autistic 

spectrum disorder [ASD], attention deficit and hyperactivity disorder [ADHD], intellectual 

disability and learning disorder (Riksförbundet Attention, 2018). The prevalence among 

children with NDD in Sweden is approximately five to seven percent of all children, where in 

addition to the NDD diagnosis psychiatric comorbidities as behavioral syndrome, defiance 

syndrome, and neurotic disorders as depression and anxiety occur (Socialstyrelsen, 2022).   

2.2  Neurodevelopmental disabilities and related terms 

In the medical field the term NDD is widely used to describe neurodevelopmental disabilities, 

but other terms are frequently used. Here one term is neurodiversity, which according to 

Shah et al. (2022) was established by sociologist Judy Singer in 1998. Singer, alongside an 
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autistic individual, emphasized that autism is a natural trait like gender or race and 

therefore part of a normal variation and not a disorder. Side by side, these two terms both 

share the same meaning. However, focus on the medical term NDD centers around the 

disabilities of an individual with something they have, whereas the term "neurodiversity" 

changes the focus to the unique abilities of the individuals within this group as something 

they are. Here it is of linguistic importance to know that neurodiversity refers to the diversity 

of human minds, and neurodivergent refers to an individual with a divergent functioning 

brain whether it is genetic or experienced (Walker, 2021). No matter if referred to as 

neurodiverse or neurodivergent, Walker (2021) claims both are in a state of being rather than 

something one has. In this study a salutogenic approach (Antonovsky, 1993) will function as a 

point of departure by using the term neurodivergent in a non-medical context to emphasize 

the abilities of children diagnosed with NDD to avoid putting any value on the diversity of 

function. 

2.3 Research regarding parental health and Neurodevelopmental 

diversities 

Attached to neurodivergent children are their guardians, who due to extra requirements such 

as time, energy and resources that the children need, can experience higher levels of 

psychological health problems, stress, depression and distress (WHO, 2011). Furthermore, 

Garner et al. (2011) suggests that parenting a child with NDD might affect the well-being of 

parental relationships, their physical and mental health, due to great parental challenges and 

lack of support. In addition, Garner et al. (2011) claims, in line with Socialstyrelsen (2019), 

that external behavior problems might be comorbid with NDD which could increase the 

challenge of raising a child with these functional impairments.   

 

In a Swedish context, the national interest organization Attention report results from a 

survey conducted in 2019 that parents of neurodivergent children experience lack of 

knowledge about NDD in society, particularly among authorities and in school 

(Riksförbundet Attention, 2019). Furthermore, the survey revealed that the support system 

for parents is insufficient and parents feel they are bounced around between different 

agencies. About half of the participants (out of 3150 participants) stated that they spend three 

to five hours a week with authority contacts. All authority contacts along with meetings and 

problematic schooling was shown to make it difficult for the parents to have a functioning 

professional life, about a third of the participating parents stated that they must reduce 

working hours to make it work. In addition, about a quarter stated that they have been or are 

on sick leave due to exhaustion syndrome related to them having a child with NDD 

(Riksförbundet Attention, 2019). 

 

The result of previous research implies that parents of neurodivergent children have unique 

stress problems due to their children's functional impairments. Almogbel et al. (2017) 

suggests that early interventions, such as support programs might be helpful to reduce 

parenting stress, which might have an influence on the prevalence of depression in this 
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group. The studies conducted by Almogbel et al. (2017) and Garner et al. (2011) indicate the 

need for social support for parents of children with functional impairment. This is supported 

by Douma et al. (2006) where the results show that parents of children with emotional or 

behavioral problems had support needs that frequently were not met but could be met 

through for example information and social activities.  

2.4 Interest organizations 

The definition of interest- or non-profit organizations depends on the context, but usually 

include organizations as cooperatives, religious institutions, civil rights groups, and voluntary 

agencies (Frumkin, 2005). Non-profit organizations can offer alternative arenas for 

individuals to engage in, with the aim to function within service delivery, civic and politics, 

and social values (Frumkin, 2005). Non- profit organizations are dependent on income 

sources from donations, private partnerships and public investments which implies 

vulnerability related to resources and finances (Moxham, 2009). Common for these 

organizations, regardless of focus, is restrictions applicable to profit, these restrictions 

implies that surplus funds cannot be shared between those in control, on the contrary, 

surplus funds should be reinvested in the target group (Moxham, 2009). Within these non-

profit organizations are individuals who acts as non-profit forces with ethical and social 

values. Perceived organizational support has shown to be key factors to cope as a volunteer, 

because of the positive effects on well-being, performance, and empowerment (Setyoko et al., 

2022). This makes non-profit organizations important actors with the mission of promoting 

health and social conditions since they can play a complementary role in society (Smith et al, 

2006).  

2.4.1 The organization Attention 

One of these organizations in Sweden available to parents of neurodivergent children is the 

interest organization Attention. The aim with the organization Attention is to support 

neurodivergent individuals, relatives of neurodivergent individuals and to spread awareness 

and educate the community and decision makers where needed (Riksförbundet Attention, 

2022). According to K. Cederqvist (personal communication, 4th of May 2023) the 

organization is structured with the national interest organization Attention main association 

in Stockholm and local associations across the country where the highest decision-making 

body is the general meeting with board members and chairman. Within the national 

organization there are civil servants, who are a mix of volunteering individuals who have an 

NDD diagnosis, individuals related to someone with NDD and individuals with no NDD. The 

local associations are run by non-profit forces with their own boards, by above all, relatives of 

individuals with NDD or individuals with their own NDD diagnosis (K. Cederqvist, personal 

communication, 4th of May 2023). On one hand, the organization aims to support, conduct, 

and provide research regarding challenges associated with NDD diagnoses (Riksförbundet 

Attention, 2022). Through this funded or conducted research by the organization Attention, 

health care providers or decision makers are offered knowledge and insight to facilitate 
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decisions that could affect the individuals' determinants of health. Such determinants of 

health are health care systems, schools or other preventative or promotive health efforts.  On 

the other hand, the organization also aims to play a key role as a hub for social support of 

relatives and/or individuals with NDD and offer support on a more individual level through 

for example support groups and counseling by telephone (Riksförbundet Attention, 2022). 

This makes the organization an important contributor and influencer of public health 

systems (Riksförbundet Attention, 2022). 

2.5 Theoretical framework 

Within this study, the Social Ecological Model [SEM] will be applied due to the model's 

multi-level approach and ability to illustrate how health is affected by interactions between 

the individual and the environment (Hayden, 2019). The SEM addresses factors such as 

intrapersonal, interpersonal, institutional, community and societal factors (Hayden, 2019), 

which directly can be applied to the different levels in an individual's determinants of health 

in line with Dahlgren and Whitehead (2021). Looking at the determinants of health and the 

factors within the SEM, an individual’s internal level factors relate to beliefs, attitudes, and 

skills. Whereas external level factors relate to the social environment and social support 

(Hayden, 2019). Because social support is related to an individual’s external level factors in 

the SEM, social support can be considered as an important factor for health. Social support 

will therefore, next to the SEM be applied and used to discuss the findings of this study.  

2.5.1 The Social Ecological Model 

The SEM explains behavior by using both internal and external factors and when used in 

health promotion, changing individual behavior by changing the environment the individual 

is in (Bronfenbrenner, 1992; Hayden, 2019). The different levels in this model illustrate how 

internal and external factors affect the health of the individual, see Figure 1. 

 

Intrapersonal level factors are contributing to health behavior through, for example, self-

efficacy and health literacy (Hayden, 2019). Interpersonal level factors in the SEM are 

external factors that include social relationships between the individual, the individual's 

identity, and the individual's context, such as the individual's support systems (Hayden, 

2019). Institutional level factors can hinder or promote behaviors through rules, regulations, 

and policies in the individual’s surrounding environment. Community level factors relate to 

social norms and informal/formal standards (Hayden, 2019). Involvement in health 

initiatives and volunteer work are examples of community level factors that have effects on 

the individual health. Societal level factors within the SEM cover the overall economic, social, 

and governing regulations and impacts the conditions of the other level factors (Hayden, 

2019). 
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Figure 1: Illustration of the different levels in the Social Ecological Model which includes 

environmental factors that affect the health of an individual inspired by Hayden (2019). 

2.5.2 Social support 

Social support can play an important role for the individuals well-being by the support an 

individual receives through their social network (Karasek & Theorell, 1990). Examples of 

social support are emotional support, such as the feeling of trust in others, or instrumental 

support which can be about getting help with practical tasks (Karasek & Theorell, 1990). 

According to Lakey and Cohen (2000) social support can have value for how someone 

experiences something. Groups and communities can serve as psychological resources due to 

the social support and collective efficacy they provide (McNamara et al., 2021). Group 

support could enhance the ability to cope with stress and thereby improve health. In 

addition, it has been shown that this type of community identification has positive effects on 

satisfaction with life (McNamara et al., 2021). When it comes to parents of neurodivergent 

children, the support of other parents has shown to be appreciated, not only by parent group 

meetings offered by the healthcare system, but also by organizations outside the medical field 

(Zellars & Perrewé, 2001).    

2.6 Rationale 

From the view of public health science where focus can be of both preventive and promotive 

approaches, it is of interest how poor health can be avoided through promotive measures for 

exposed groups in society. Exposed groups are from a public health science perspective 

considered as vulnerable groups, due to poor health or low socioeconomic status (Rostila & 

Toivanen, 2018). In this study, parents, or relatives to individuals with NDD are considered 

to belong to such vulnerable groups and therefore of interest to support. Questions arise 
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about what supportive actions can be taken for this group in society to avoid poor health, 

what can be done to promote good health, and if those actions are enough. 

 

Studies have shown that social support can be valuable for someone’s perception of 

experiences (Lakey & Cohen, 2000) and that non-profit organizations can have a key role in 

capacity building for family involvement (Lopez et al, 2005). Looking at this and with 

reference to previous research regarding support systems for parents of children with NDD 

and how they experience such (Riksförbundet Attention, 2019) it looks like it would be 

profitable to focus on researching this type of support. This because the relation of how 

individual levels factors and societal levels factors interact, as presented in the SEM. 

 

There seems to be a research gap regarding this type of support and because of that, societal 

and organizational preconditions to support the health of this vulnerable group in society 

would be of interest to research. One way to do so could be to conduct research with focus on 

organization´s experiences of supporting the health of parents of neurodivergent children. 

Filling this research gap could help decision makers in society to create conditions to help 

interest organizations like Attention in their health promotive mission.  

3 AIM  

The aim of the study is to explore how representatives from an interest organization 

experience their preconditions to support the health of parents of neurodivergent children.   

4 METHOD 

The following section includes study design, sample description and consent, data collection, 

data analyze and ethical principles. 

4.1 Study design 

A qualitative method with an inductive approach was considered suitable since a qualitative 

approach can capture experiences of certain phenomena’s and offer the participants an 

opportunity to elaborate their answers (Alvesson & Sköldberg). By using a qualitative 

approach with semi structured individual interviews, the aim was hoped to be explored. A 

semi structured interview guide was constructed based on supportive research questions that 

followed the study aim. This could contribute to a dynamic flow of conversations by allowing 
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the interviewees to answer the questions and speak freely, and the interviewer to adapt 

follow-up questions accordingly (Kvale & Brinkman, 2017). 

4.2 Sample description and consent 

Strategic purposeful sampling was used to recruit participants for the study by retrieving 

email addresses from the homepage for Attention. Purposeful sampling is relevant when the 

research question is directly related to the selected participants and their experiences of a 

specific research problem (Bryman, 2016). Selected participants were those who met the 

inclusion criteria 1) representative from the organization Attention and 2) experience of 

supporting parents of neurodivergent children. These criteria were assured to be met by 

contacting and including active representatives from Attention and ask them about their role 

as representatives in their local association before conducting the interviews. 

 

The initial reaching out was done by email, where a short presentation of the reason for 

contact was made. An information letter (Appendix A) was also attached, consisting of 

information about the study's aim, consent, and further contact information. Initially emails 

were sent to only the largest local associations chosen through looking at what city they 

represented. This method however proved not to be the most effective choice since the 

response rate was low, which is why another round of emails was sent including all available 

local associations with an email address. Further it was also decided to use an additional 

sampling method, snowball sampling. Snowball sampling refers to when new possible 

informants are recruited by other informants to participate in a study sample (Cresswell & 

Cresswell, 2018), and this was made by representatives who forwarded the information email 

to coworkers in the same local association. The overall resulted in; out of 56 sent emails 

where four showed to be invalid email addresses, seven auto responses and four declined to 

participate, whereas one local association answered that they did not have any operation due 

to difficulties to form a board. Nine representatives agreed to participate, and four responded 

that they might be able to find someone in the local association who could participate but did 

not hear back, and 28 did not respond at all.  

 

The ambition was to interview at least ten representatives preferably from different branches 

within the organization Attention. The final sample consisted of nine representatives with 

different positions within Attention located in different geographic areas in Sweden. All nine 

where women and the majority had full time jobs, did voluntary work for the organization in 

their spare time, had experience of supporting parents and were related to someone with 

NDD. Overall, a relative homogenous sample that may be enough to reach saturation in the 

collected data (Guest et al., 2014). 
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4.3 Data collection 

For the data collection, an interview guide (Appendix B) with semi-structured interview 

questions was prepared. Semi-structured interview questions involve overall predetermined 

question areas to ensure that the participants were asked the same questions. Moreover, a 

semi-structured approach allows for adapted follow-up questions (Kvale & Brinkman, 2017). 

The interview guide was structured into three parts; warming up questions; main questions 

with possible follow-up questions; and rounding off questions. To ensure that the questions 

followed the aim of the study, two pilot interviews were conducted. These were conducted 

with individuals familiar with both interview methods and the topic of the study as they both 

had knowledge about NDD. The purpose of the pilot interviews was to see how the questions 

were interpretated and therethrough see if any questions needed to be modified, replaced, or 

added to the interview guide before the actual interviews with the participating 

representatives. The pilot interviews lasted between 15- 20 minutes and resulted in 

modifications of some questions to clarify what was asked for such as rephrasing the question 

or shorten it.  

 

Due to geographic circumstances such as distance, eight interviews were conducted through a 

communication platform called Zoom, and one interview was done by phone. All interviews 

were audio recorded with a voice recording application on the interviewer’s password 

protected phone which was set on airplane mode to restrict data exchange with any cloud 

service. The number of interviews were divided between the two interviewers who conducted 

five and four interviews each. The interviewers were located in their home settings and the 

participants were located where they preferred. Final consent to participate was retrieved 

before data collection was conducted. All participants were asked the same main questions 

accordingly with the semi-structured interview-guide, and the interviews varied between 15-

35 minutes. All interviews were individually performed in Swedish, and directly after each 

interview the audio recordings were transcribed from audio to text in Swedish by the 

interviewer and labeled with a unique interview number. Interviewer one labeled the 

interviews IP1-IP4 where interviewer two chose label IP5-IP9 to ensure confidentiality and to 

be able to keep the interviews apart. In the analysis, possible quotes were then translated into 

English in order to be presented in the result section. 

4.4 Data analysis 

A manifest content analysis was chosen for the method of analysis. The manifest content 

analysis stays close to the text and describes what is explicitly said in contrast to the latent 

content analysis which deals with interpretations of the underlying meaning of a text in order 

to explore what the text says (Graneheim & Lundman, 2004).  

 

The data analysis followed the procedure of Graneheim and Lundman (2004), the interviews 

were considered as the unit of analysis and read through several times to see if common 

themes could be extracted through repeated content. Due to the aim of this study exploring 

how representatives from interest organizations experience their preconditions to support 
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the health of parents of neurodivergent children, it was of interest to see if such common 

shared topics occurred. These were treated as meaning bearing units, since they were related 

to each other. The meaning bearing units were then condensed, abstracted, and coded. 

Condensation refers to shortening the text without affecting the quality, while abstraction 

refers to the process of grouping the condensed meaning units together into categories which 

were abstracted under descriptive headings which includes coding (Graneheim & Lundman, 

2004). 

 

To begin the process of analyzing the interviews, the interviewers first went through all 

nine printed transcripts of the interviews, in total 90 pages, to reach a shared 

understanding of the content. In this first round of the analysis process the interviewers’ 

exchanged interviews with one another, so each interviewer would be able to familiarize 

themselves with the interviews they had not conducted in order to improve understanding of 

the whole unit of analysis. The interviewers worked side by side and simultaneously 

independently from another to reach common understanding of the content. Findings were 

extracted, but it was realized that these findings did not follow the aim of the study. Most 

findings were therefore agreed upon to be put aside and a new analysis was conducted. The 

second readthrough resulted in refinement where meaning bearing units that could be 

directly related to the studies aim were chosen and extracted. After this, the extracted units 

were read together and in consonance color coded in line with Bengtsson (2016) who 

recommends highlighting meaning bearing units with color pencils. 

 

When rereading the extracted meaning units, three subjects were recurring in all, so different 

colors were chosen to distinguish them. In this analysis blue was chosen for meaning units 

related to resources, pink for anything related to cooperation and purple for meaning units 

addressing internal preconditions. Once the transcripts were color coded, everything with the 

same color was put in one pile and thereafter discussed to further analyze and distinguish 

sub-categories and form categories based on the meaning units. Sub-categories describe the 

“what” in the data and by sorting data with similarities in the same place facilitates to 

maintain a logical interpretation (Graneheim et al., 2017). During the analysis, to distinguish 

sub-categories in order to form categories it became obvious that the initial purple pile with 

meaning units addressing internal preconditions could be sorted into the blue pile with 

meaning units related to resources. By doing this, the initial three piles were transformed 

into two piles, the blue pile for recourses and the pink pile for cooperation. After this step 

was complete, the analysis process, which until this point had been done analogue, could 

now be digitized into the matrix (Table 1 in Appendix C) to present representative 

examples. This allows for transparency of the analysis process (Bengtsson, 2016).  

4.5 Ethical principles 

Within the field of research there are ethical principles to take into consideration. These 

principles are constantly revised and reinterpreted in order to function as guidelines on 

ethical problems with the purpose to protect research participants from any harm (Swedish 

Research Council, 2017). Four of these principles are information requirement, consent 
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requirement, confidentiality, and purposes (Bryman, 2016). These have been taken into 

consideration throughout the entire study process. 

4.5.1 Information requirement 

By presenting a cover letter (Appendix A) containing information about consent, aim and 

purpose of the study and present such for presumptive participants, the participants were 

made aware that participation was voluntary. In addition, the cover letter consisted of 

information about consent and that they had the right to cancel their participation at any 

time if deciding to participate, the information requirement was considered throughout all 

the interviews.   

4.5.2 Consent requirement 

The cover letter was presented in Swedish to further promote understanding of the presented 

information. In line with the consent requirement presumptive participants received 

information about the study. After collecting the consent, an appointment was booked for the 

interview which further leaved room for the participants to consider their participation.   

4.5.3 Confidentiality 

According to the principle of confidentiality every participant must be treated with 

confidentiality and information about participants must be stored in order to protect 

participants from being identified in line with GDPR guidelines (Swedish Research Council, 

2017). Since there could be a risk that participating representatives from the organization 

Attention may be identified by other participating representatives, the authors decided to 

interview representatives from different local associations, to ensure confidentiality. For 

further declaration of confidentiality, participants were coded as IP1-IP9 [Interview Person] 

in the transcripts, the analysis and when presenting the results. For further declaration of 

confidentiality, participants were not asked about their name when interviewed. 

4.5.4 Purpose 

The purpose/utilization is considered by only using collected data for this thesis and erasing 

all recordings after the conducted interviews are transcribed and the thesis is graded by the 

examiners (Mälardalen University, 2022). Furthermore, the purpose is for the graded thesis 

to be published on DiVA, a database collecting graded theses (DiVA, 2023), which the 

representatives were informed of and agreed upon before participating.      

4.6 Data protection  

The interviews were conducted in line with General Data Protection Regulation [GDPR] 

guidelines, which include consent and protection of participants interests (Allmän 
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dataskyddsförordning, 2022). The interviews were therefore recorded through a voice 

recording application on the interviewer’s private mobile device, which was on airplane mode 

during the interviews. Within the recordings, consent was asked for verbally before the 

interview started accordingly with the University’s GDPR guidelines (Mälardalen University, 

2022). The collected data was stored on the authors private mobile devices, which were 

password protected to ensure security, and the authors were the only ones who had access to 

the devices. The recordings will be permanently deleted from the application and the mobile 

device they are stored on when the examiner consents the thesis. Until then, the only people 

with access to the recordings are the interviewers, and upon request, their research 

supervisor, and the examiner. 

5 RESULTS 

The aim of the study was to explore how representatives from an interest organization 

experience their preconditions to support the health of parents of neurodivergent children. 

Looking at the experiences shared by the representatives, two main categories were 

identified: access to appropriate resources and perception of cooperation.  

5.1  Access to appropriate resources 

A main category that was identified when talking about what preconditions the 

representatives experience, they have to support the parents of neurodivergent children was 

access to appropriate resources formed from four sub-categories: time, individual 

experiences, recruitment, and organizational capabilities.  

5.1.1 Time 

Several of the representatives expressed that there is a challenge being a volunteer in a non-

profit organization, with the feeling of not being enough. Time was a factor that was 

particularly expressed as challenging with several aspects when supporting the parents. This 

due to time limits for the representatives in how much volunteer work they can fit into their 

personal calendar. Time consuming activities are attending lobbying meetings to affect 

healthcare and school, as well as meetings with authorities and schools to support the 

parents in since these meetings are during working hours. 

“But the challenge is that you are a non-profit organization and that you may not have 

the possibility when you would like to come and participate, many want you to come 

and participate in school meetings and so on, but you don't have that possibility”-IP1 
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Other aspects that were expressed as challenging in the context of time limits was the 

possibility for parents to become committed members needed in the organization. The 

possibility for parents to find time to be active and to receive health promotive activities 

aimed at them was experienced as a challenge in supporting them.  

5.1.2 Individual experiences 

On the topic of resources, the representatives express that they have the resources they need 

to support parents of neurodivergent children. The representatives expressed a perception of 

being a resource themselves, as individuals and as a local association. The local associations 

are often run by parents of neurodivergent children themselves who feel that they can offer 

guidance based on their own experiences with authorities, health care and school. The 

representatives explained that parents often contact them with issues related to these 

instances and that a strength with non-profit organizations lies in the recognition effect. 

Several of the local associations invite parents to larger contexts such as lectures, themed 

evenings, and forum meetings where the parents can support and validate each other by 

sharing experiences as a parent of a child with NDD.  

“Because it gives a lot as parents to just come and meet others in the same situation 

and exchange ideas and then we are mostly like, yeah, we all have experience with our 

own children so we can support and know some ways, and so on..”-IP1 

There are differences between the local associations, some provide individual counseling 

while others offer group conversations. Parents are, according to the representatives also 

encouraged to start their own parental groups and offered accommodations. All the 

participating representatives in this study emphasized the importance of meeting others with 

similar life situations for the feeling of not being alone. All in all, the representatives meant 

that the small things they can offer work, and that they can act as a complement to societal 

support for these parents. 

5.1.3 Recruitment 

When it comes to the representatives' own resources as volunteers, the representatives 

expressed their challenge to contribute related to Attention being a non-profit organization 

and ability from members to engage. The representatives explicitly expressed an 

understanding of why the parents of children with NDD do not have time to engage as 

volunteers. This due to the parents' life challenges related to NDD that some of the 

representatives also share experience of. The representatives expressed that without active 

members it is hard to run a non-profit organization, this because such organization is run for 

and by its members. Not finding volunteers was expressed to not only affect the activities that 

can be offered but also how the local associations are run. This is because volunteers are 

needed to lead activities, but also at the association's core, the board.  A lack of volunteers 

willing to form and actively participate on the board of the association is a challenge since 

without a board there cannot be an association. The representatives expressed the need of 

being able to recruit more volunteers and shared that their way of tackling this issue is to go 
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out of their way and make things possible, because they care and burn for what the 

organization stands for.  

“Well then we are a volunteer organization. We have no employees. At least not 

usually on the level of the local associations it is volunteer work where one has to. 

Really burn for this, you have to have the energy.” -IP7 

On the topic of the challenges with the representatives' own resources as volunteers in 

relation to their commitment, several representatives explained the need and wish for being 

able to have employed personnel at the local associations. The representatives expressed, 

having employees at the local associations would mean for them to have more time to do 

what they individually are best at doing for the association. The way it worked now with the 

lack of volunteers, was by the representatives described as them trying to do it all themselves 

and as much as possible with the little time or energy that they have. They shared that even 

though they have this wish, there are no funds in the organization to meet that need though. 

5.1.4 Organizational capability  

Another topic that came up when talking about resources was finances and organizational 

support. The representatives explained that their financial resources are dependent on 

government grants, based on how many members they have, and these contributions have 

not been raised in the last ten years. The representatives explained that parts of the 

organization are project driven and dependent on funds, from among other things the 

Heritage Fund and the Swedish Public Health authority. This is experienced as a challenge 

since it becomes difficult to get continuity to pursue long-term work since they must apply for 

new grants every three years, which makes it uncertain to retain staff and thereby develop 

supportive material for their members.   

Several of the representatives shared their experiences regarding societal resources not being 

sufficient and challenges related to the lack of funds from society to the local associations. 

One representative expressed how different it can look between the local associations, how 

the funds they receive depends on how active or knowledgeable the volunteers in the 

different associations are.  

“Then you can apply for municipality fundings and things like that but the local 

associations are differently bad abled to do this I think.” -IP8 

Although the representatives expressed financial challenges, they perceived the support from 

the National organization Attention as a resource. The representatives explained that the 

National organization Attention provides material to use when supporting parents of 

children with NDD. Such material can be the basis for study circles, educating material and 

courses that both representatives and members can take part of via their website. 

“The National organization Attention is a fantastic engine for us, they drive many 

issues, they sort of do the grunt work and we can take part in the results and present 
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them, so we gain a lot from that, both time and finances really, a power. So those are 

the resources I´m thinking of”-IP2 

The representatives also perceived that the National organization is a good contact they can 

turn to when they as representatives need help and support.  

5.2 Perception of cooperation 

The other main category representatives expressed as being a key precondition when 

supporting parents of neurodivergent children is cooperation. This category was formed from 

two sub-categories: shared knowledge and networking. 

5.2.1 Shared knowledge 

One of the sub-categories was the topic of shared knowledge in relation to cooperation. When 

it comes to cooperation between authorities and the parents, the representatives explained 

how they are trying to draw the municipality's attention to get the municipality's family 

support to target parents of neurodivergent children. The representatives explained that 

there should be a requirement by the municipalities to offer family support for parents of 

neurodivergent children, but that there is a lack of knowledge of what this group of parents’ 

needs are. On the internal level by the parents the representatives experienced lack of 

knowledge regarding the parents’ rights in relation to school and the healthcare system as 

well as a lack of knowledge related to what help is out there and where to find it. On the 

contrary, externally on the societal level more knowledge regarding what NDD is, how it 

affects the individual and that a more individual “not one fit for all” approach could 

according to the representatives be needed even though there is research available. 

“...still parents have to fight against the school, against social services, against 

everyone to get a understanding what it is actually like to have these 

difficulties…there are still prejudice that they don't exist, those prejudices are still 

there even though there is a lot of evidence based research showing that it is indeed a 

diagnosis, a disability…” -IP4 

The representatives expressed the importance of spreading knowledge about NDD to 

authorities like the school system, which is in direct contact with neurodivergent children 

and their parents. According to the representatives, spreading knowledge to authorities about 

NDD is something that they feel they play an important role in. The representatives lifted the 

need of them as an organization to take on the role of spokesmen for the parents to educate 

authorities for the wellbeing of the children. This through that knowledge hopefully makes 

cooperation between authorities and the parents easier if all share the same level of 

knowledge about NDD. The representatives experienced this being a time-consuming 

challenge but if persisted, successful. 
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“Knowledge about NDD is now a mandatory class in teachers’ education, like since 

2022. This after ten years fighting for it.” -IP6 

Cooperation with the authorities was expressed as a big win and that they as representatives 

can act as advocates between the authorities and the parents. The representatives explained 

that they can advocate by addressing parents' questions to the authorities and then tell the 

parents how the authority’s reason and work.  

“Yeah, it's probably this that we get knowledge from regions and municipalities about 

how they work and that we can share further. I think that is a great cooperation. It 

will not be as aggressive, not as many harsh words when we present things as when 

regions or municipalities have meetings. So, it's probably a good thing, all in all.” -IP2 

This way of sharing knowledge from one party to another was seen as something positive 

because it makes it easier for the representatives to support the parents. 

5.2.2 Networking 

Networking was the other sub-category in relation to cooperation. The health of parents of 

neurodivergent children is according to the representatives affected by the number of 

authority contacts and lack of cooperation. This was a factor highlighted by the 

representatives in need of consideration since a high number of contacts has been seen by the 

representatives as a negative influence on the parents’ health. This topic of cooperation was 

something all representatives emphasized, why cooperation of authorities is a challenge as 

well as how cooperation is not working. 

“...children's psychiatrics, adult psychiatrics, rehab center…we have a hard time 

getting all municipalities and regions to want to cooperate, some want to and think 

it's really important while others don't want to…we work in the entire region and we 

are (number) municipalities where only half want to coordinate.” -IP2  

The representatives experienced that networking between them as an organization and 

authorities could be beneficial for both authorities and the parents. The representatives 

shared their experience of the need for them to lobby for the needs of individuals with NDD. 

This, not only through meetings with authorities in individual aimed contexts, as in meetings 

with school, but also through attending occasions with authorities with the aim to network on 

a larger scale such as associational meetings or political. 

“Attention was a part of the sociologist-days and tried to talk and profile and create 

networks and so you can work together because it is always better to work together 

and the teachers association, we are trying to work together with too to affect politics 

for the teachers.” -IP6 

Overall, all representatives highlighted societal networking as something needed to close the 

gap between them, authorities and parents. All representatives expressed a need for or a wish 

for a coordination team offered from the municipality level, how that would help the 
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representatives' conditions on all levels of their mission to support the health of parents of 

neurodivergent children. 

6 DISCUSSION 

The aim with this study was to explore how representatives from an interest organization 

experience their preconditions to support the health of parents of neurodivergent children. A 

qualitive approach with semi-structured interviews, and a manifest content analysis was 

conducted which resulted in two main categories: access to appropriate resources and 

perception of cooperation.  In following sections, methodological considerations, quality 

criteria, and the results will be discussed in relation to previous research. 

6.1 Methodological discussion 

A qualitative approach was considered as suitable since the aim was to explore experiences 

and to gain a deeper understanding of circumstances surrounding the representatives in their 

supportive role. The qualitative inquiry could be equated with interpretative research, which 

means a rigor responsibility on the part of the researcher, since understanding of the reality 

can be interpreted in several different ways, thus understanding is a subjective phenomenon 

(Creswell & Creswell, 2018: Graneheim & Lundman, 2003). By being involved in the same 

context as the participants, a scope of issues needs to be considered in order to mirror real 

life and the events happening in it. Such issues could be factors that shape the interpretations 

by the researcher, as for example, ethical issues, quality criteria and the researcher's own 

personal background (Creswell & Creswell, 2018).  

 

A strategic purposive sampling with elements of snowball sampling was used since the initial 

outreaching email was sent to local associations in the organization Attention and then 

forwarded within the organization and the local associations to suitable informants. Out of 56 

sent emails, nine representatives with different roles within the organization Attention and 

from different local associations within Sweden participated in the study. The initial aim was 

to enroll ten participants to achieve saturation, fewer interviews might leave gaps open and 

not cover different aspects in experiences, where more interviews might repeat the same 

aspects and not share more exclusive insight (Bryman, 2018). No new information came up 

in the later interviews which makes it possible to assume that saturation was reached, but it 

is not possible to rule out that more representatives would have contributed with more 

information. However, as Guest et al. (2014) discuss it is possible to assume homogeneity 

within the sample since the participants were chosen based on inclusion criteria, in addition, 

they were all women, the majority have full-time jobs, and relatives to individuals with NDD. 

Moreover, possible patterns could quite early in the process be discerned which indicates that 

the nine interviews likely achieved saturation. 
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The data collection was based on semi-structured interviews, based on an interview guide, to 

ensure that the participants were asked the same questions, although in some cases 

additional follow-up questions were asked if clarifications were needed. These follow-up 

questions varied and made each interview unique. Eight of the nine interviews were 

conducted through the platform Zoom because of geographic circumstances, and one was 

conducted by telephone. The question arose whether an interview by telephone would affect 

the quality of the conversation and thereby the results of this study, but it showed to be easier 

due to the lack of technical problems that had been experienced with some of the other 

interviews conducted through Zoom. The geographic diversity can be seen as a strength due 

to different preconditions within Sweden based on different political boards within regions 

and municipalities and the number of members. It is thus important to acknowledge that 

Attention is a non-profit organization and that the majority of representatives within the 

organization perform voluntary work (K. Cederqvist, personal communication 4th of May 

2023). This might affect their possibilities to participate in a study like this due to a pressed 

schedule with regular jobs and in many cases neurodivergent children of their own. The fact 

that some of the representatives also were parents of neurodivergent children could affect the 

result of this study since their shared information could be colored by their personal 

experiences being parents and not only from them being representatives. This could have 

affected their answers and was acknowledged by the authors.  

 

A manifest content analysis was used when analyzing the data, a qualitative content 

analysis has few rules to follow since it is not connected to any philosophical assumptions 

(Bengtsson, 2016). This approach was considered suitable in reflecting the representatives’ 

experiences since the manifest approach stays close to the text and deals with low levels of 

interpretation and abstraction (Graneheim & Lundman, 2003). However, even though this 

method seems to be uncomplicated, the authors faced some challenges in the process of 

analyzing. As mentioned, the representatives represented not only the role of a 

representative from an interest organization, but also the role of parents of children with 

NDD, which made the analysis process more complicated than expected. A sidetrack with 

focus on the parental perspective was identified by the supervisor who addressed this 

issue, and the analysis had to be redone in order to follow the aim. However, with 

guidance from the supervisor, the process could go on and the two main categories were 

formed.    

 

Attention is, according to the interviewed representatives, an organization consisting of one 

third of individuals with NDD, one third of relatives like parents to individuals with NDD and 

one third professionals without any diagnosis in their family or themselves. During the 

interviews the majority of representatives mentioned being related to someone with NDD 

which was something the interviewers had to handle. For instance, the interviewers needed 

at some points help the representatives to stay on track with answering the question from the 

point of view of their representative role, and not the point of view of them being a relative. 

This could be looked upon as a weakness in this study since their personal engagement could 

affect their answers regarding what affects the health of a parent of a neurodivergent child. 

On the other hand, looking at what could support the health of a parent of a neurodivergent 

child, this could also be considered as a strength. This is because one of the sub-categories 
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the representatives lifted showed and corresponded with research showing that internal 

support such as meeting others in support groups and recognition is something found as 

beneficial (Almogbel et al., 2017). Being able to share that knowledge, both externally as a 

representative as well as internally as a parent, gives the answers related to what resources 

are needed in order to support a deeper meaning and may be considered as a strength.  

6.1.1 Trustworthiness of this study 

Regarding the quality within qualitative research, criteria as credibility, transferability, 

dependability, and confirmability need to be considered (Bryman, 2016). In the present study 

the quality criteria were considered during the entire process.  

 

According to Graneheim and Lundman (2004), credibility relates to the confidence of how 

well the data and analysis align with the intended purpose. For example, the choice of 

participants can affect the outcome of how well different experiences are captured through 

diversity in the sample. In this study, responding participants came from different local 

associations from all over Sweden. This met a degree of diversity due to geographical 

distribution showing differences and similarities across the country which goes in line with 

Bryman (2016), who relates credibility to trustworthiness of the social reality that the 

informants describe. Credibility was further considered by ensuring that the given 

information was interpreted correctly by summarizing what had been said at the end of the 

interviews.  

 

Moreover, credibility can be established by collecting enough data to be able to answer the 

research questions (Graneheim & Lundman, 2004). This was experienced a challenge since 

the initial interest to participate in the study was limited, but on the other hand, since no new 

information emerged in the last interview it is likely that saturation was achieved. Regarding 

trustworthiness, Cresswell and Cresswell (2018) argue that the most crucial way to assure 

trustworthiness is to check if the researchers’ findings are accurate by taking parts of the 

analysis back to the informant, this was not possible due to the scope of this thesis. Although, 

the fact that the authors of this thesis switched transcripts with each to get familiar with the 

whole unit of analysis and conducted the analysis side by side through the whole process goes 

in line with Bengtsson (2016), who emphasize that there should be at least two researchers to 

perform the analysis to exclude misinterpretations. This, together with presented quotes in 

the result section can be considered as a strength and enhances the credibility of this study.  

 

The goal of producing full descriptions of the given phenomenon was successfully achieved 

regarding transferability, which refers to the extent that the findings can be transferred to 

other groups or settings (Bryman, 2016; Graneheim & Lundman, 2004). The result show 

that it is a challenge to run a non-profit organization as Attention, because of financial 

circumstances and finding engaged people in line with Moxham (2009). Thus, it is 

conceivable that other interest organizations that are volunteer run and represent vulnerable 

groups face the same challenges, which makes these findings considered transferable. 
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The criteria of dependability was considered by being transparent and describing all phases 

in the research process, from problem formulation to the analysis process. Dependability was 

strived to achieve throughout the process of completing the thesis, the supervisor has been 

involved and reviewed all parts to assess the quality of chosen methods of analysis and 

procedures. By presenting the process of the analysis in Appendix C, shows transparency to 

ensure quality of the analysis. It is however possible that mistakes have been made, but 

considering there were two authors who discussed the content and findings together to reach 

consensus and to avoid misinterpretations, dependability was considered in line with 

Bengtsson (2016). 

 

Conformability refers to the possibility to strengthen and confirm, in the effort to ensure that 

the researcher acted with good intentions and objectivity (Bryman, 2016). This includes a 

responsibility of reflexivity and the challenge to set preconceptions of how representatives 

experience their preconditions to support parents of children with NDD aside. This is in line 

with Alvesson and Sköldberg (2018) who express that reflexion occurs when a way of 

thinking is being challenged by another way of thinking. This has been a challenge since 

preconceptions comes from experiences of life and the fact that the initial analysis went on a 

sidetrack could be considered as a result of preunderstanding. The focus of the analysis 

tended to go towards the direction of being parents of neurodivergent children since the 

interviews, in many cases, captured that experience as well. In addition, both authors have 

experiences of individuals with NDD in their family relations which could be considered as 

preunderstandings that might have affected the analysis process and the question of 

objectivity. This was however noted and reflected upon as a joint learning experience, and the 

analyze process is seldom linear (Bryman, 2008). By re-performing the analysis with the 

representatives’ perspective in mind preconceptions were set aside. Since the authors have no 

experience of being part of a volunteer run organization with the mission to support others, 

confirmability could be increased.  

6.1.2 Ethical considerations for this study 

When looking at the choice of inclusion criteria, all were based on ethical considerations. By 

interviewing representatives of the organization Attention, the organization's perspective of 

being supportive towards the health of parents of neurodivergent children and the 

organization's precondition to do so was meant to be captured. The reason why 

representatives were chosen was because parents of children with a disability are considered 

a vulnerable group in society due to stress, distress or other disorders (WHO, 2011: Rostila & 

Toivanen, 2018). To include vulnerable groups would have needed other ethical 

considerations, as for example approval of the Swedish ethical board, which is not customary 

in Sweden for a Master level thesis (Swedish Research Council, 2017). In addition, the 

research was conducted by university students during their studies where knowledge of 

support systems or the ability to offer emotional support is lacking.  

 

Ethical considerations as information requirement and consent were considered before data 

collection (Mälardalen University, 2022). By interviewing representatives of an organization 

about their experiences in the role of a representative of an organization and not asking about 



21 

their personal experiences outside of their public role, the hopes were that the topics of 

discussion would not trigger any emotional responses. When conducting the interviews, 

some representatives mentioned their reason to be active volunteers and represent Attention 

was because of them being parents of children with NDD themselves. Consequently, the 

interviews tended to go in the direction of sharing experiences of being a parent instead of 

the point of view as a representative. This was noted during the interviews and due to the 

ethical considerations not encouraged to discuss further.  

 

Confidentiality was considered throughout the entire study process by not collecting any 

sensitive data, as not mentioning any names, occupation, or place of residence within the 

interviews, and by labeling each interview with a unique IP-number right after the interviews 

were conducted (Mälardalen University, 2023). Since some of the representatives are parents 

of neurodivergent children themselves, and therefore considered a vulnerable group, the 

choice was made not to present information in the thesis that would make it possible to 

identify each individual representative. Such information could be age, the representative’s 

role in the organization and how long they have been an active member within the 

organization.  

 

The data was collected on the authors private password protected mobile devices which were 

on airplane mode during the interviews after obtained consent from the representatives. 

Consent to participate was obtained within the recordings, the University GDPR guidelines 

emphasize that consent should be documented and saved if reference is necessary in the 

future (Mälardalen University, 2022). The representatives were however informed that they 

could withdraw their consent at any time without any explanations. The collected data was 

stored on the authors mobile devices within the same application the interviews were 

recorded in. It was considered to be a secure storage since the collected data was not of 

sensitive nature and since the authors were the only ones with access to the devices. 

Furthermore, the transcripts were conducted right after each interview accordingly with the 

University GDPR guidelines (Mälardalen University, 2022). Moreover, the stored data will be 

deleted from the mobile devices as soon as the examiner has graded the thesis and access to 

collected data is no longer needed. 

6.2 Result discussion  

The results showed two main categories affecting the representatives' preconditions: access 

to appropriate resources and perception of cooperation. Access to appropriate recourses was 

related to sub-categories time, individual experiences, recruitment, and organizational 

capabilities where challenges related to time was connected to Attention being a non-profit 

organization and mainly run by volunteers. Individual experiences were shown to be related 

to the possibility to offer support from a social context beneficial to the parents, recruitment 

referred to the lack of active members and organizational capabilities was seen as a key factor 

to highlight. The main category perception of cooperation had two sub-categories where 

shared knowledge and networking were seen as important. Shared knowledge was expressed 
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as an important key to corporation and networking was expressed as a big win for both 

authorities, representatives, and the parents. These findings will in following sections be 

discussed in relation to earlier research and chosen theoretical framework and model.  

6.2.1 Access to appropriate resources 

Something recurring in all interviews was the representatives’ repeated struggles with having 

enough time to do what they volunteered to do, which is to offer support parents need. An 

explanation to this lack of time, elucidated by the representatives, was the lack of their own 

private time to volunteer and members time to participate. Having this lack of time was 

experienced to be related both to the representatives’ time as well as the parents’ time. The 

representatives expressed that the parents lack of time to participate was related to the extra 

demands that their children’s functional impairment requires, as well as to the higher- levels 

of psychological health problems these parents experience due to stress and anxiety. This 

goes in line with WHO (2011) who emphasizes the health consequences relatives can 

experience, due to extra demands of being a relative and a part of the social support system 

for individuals with functional impairments. One solution to the challenge with time that was 

shared by the representatives could be the ability to hire coordinators at local associations. 

This could ease the work burden of the representatives and lower their experienced 

frustration of not being able to do enough, due to lack of time. A difficulty to meet this 

challenge is that the national organization Attention, and its local associations are run by 

non-profit forces. According to Cederqvist (personal communication, 4th of May 2023) the 

organization depends on their volunteers, who are a mix of individuals with NDD, individuals 

who are related to someone with NDDs and individuals with no NDD. This mix of volunteers 

could be perceived not to have the best preconditions to start with when looking at challenges 

related to living with NDD in one’s family (Almogbel et al., 2017; Douma et al., 2006). 

Regarding individual experiences, several representatives related their experiences of what 

the parents need to their own individual life and needs as being parents of children with NDD 

themselves. According to Almogbel et al. (2017) peer support programs for parents of 

children with NDD might decrease perceived stress levels and Garner et al. (2011) indicates 

the need for social support for parents of children with functional impairment. Being able to 

share their own experiences of being parents of neurodivergent children with the parents 

seeking support, the representatives not only offer a social context for the parents to find 

support in, but also the possibility to offer support anchored from within. This goes in line 

with the SEM which illustrates how intrapersonal level factors related to beliefs, attitudes, 

and skills can affect interpersonal level factors related to the social environment and social 

support, which are important factors of how health is affected through interactions (Hayden, 

2019). 

Regarding recruitment, the lack of active members was repeatedly discussed in both relation 

to the parents not having time to participate in health promoting activities offered but also in 

relation to economic stability of the association connected to low numbers of members. The 

representatives expressed that without active members it is challenging to run a non-profit 
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organization. To tackle this challenge would go in line with target area number seven in the 

eight public health goals in Sweden with the aim to create societal prerequisites for good and 

equal health and close the gap in health inequity (Folkhälsomyndigheten, 2022). Within 

target area seven, civil society is emphasized to give individuals the possibility to act together, 

based on participation, control, and impact (Folkhälsomyndigheten, 2022). Not having active 

members affects this possibility for parents and the organization Attention to act together 

and therethrough create possibilities of control based on participation.  

For organizational capabilities most of the interviewed representatives felt they as a local 

association had the support they needed from the main national association when it came to 

leadership and materials for activities. This goes in line with previous research implying that 

organizational support is shown to be a key factor for the volunteers’ well-being (Setyoko et 

al., 2022). The representatives shared however their experiences regarding societal resources 

not being sufficient and challenges related to the lack of funds from society to the local 

associations. This was a recurring subject in the interviews which goes in line with previous 

research implying a vulnerability being a nonprofit organization dependent on governmental 

fundings (Moxham, 2009). In addition, related to the SEM, this illustrates how societal 

resources affect non-profit organizations preconditions, on the community level, to support 

individuals with poor health. Lacking societal support for the local associations is 

experienced as a factor greatly impacting the preconditions the representatives experience in 

relation to their civil societal mission to be a resource for the individual. Economic resources 

offered to the local associations by the municipalities could mean the possibility to better 

preconditions for the representatives to support the health of the parents. 

Several of the local associations that are represented in this study offer social support 

through parental support groups and activities for the families. This form of support on the 

interpersonal level can have a significant impact on the health of the parents and is made 

possible by actions taken by the civil society. This can be related to the public health policy 

target area number seven, with its emphasis on the important role civil society has as an 

arena for impact and participation (Folkhälsomyndigheten, 2023; Smith et al., 2006). It 

becomes evident that civil society and how people organize themselves have a significant role 

in public health, especially if societal resources aimed at individuals are experienced as not 

enough. In relation to the SEM, the representatives experience that the support they can offer 

at a community level for parents of neurodivergent children is appreciated, something that 

goes in line with Zellars and Perrewé (2001) and should be seen as a valid motivation for 

secured financial support from a societal level. 

6.2.2 Perception of cooperation 

It was visible early on that cooperation is something all representatives felt the need to talk 

about. The representatives described that cooperation would benefit the parents through sub-

categories related to shared knowledge and networking.  

On the topic of shared knowledge, the representatives expressed the importance of spreading 

knowledge about NDD to authorities and municipalities since they believe knowledge being a 
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key to cooperation. In relation to the SEM, the representatives emphasized their role and 

possibility to affect change on an institutional level through shared knowledge about NDD 

among and between authorities. According to the representatives, shared knowledge about 

NDD was related to what social support parents of neurodivergent children might benefit 

from. Examples of such support goes in line with what Karasek and Theorell (1990) describe 

as emotional support, such as the feeling of trust in others, and instrumental support which 

can be about getting help with practical tasks. Several of the representatives expressed 

frustration regarding authorities working in pipelines without overall thinking, the 

representatives mean that it would be much more efficient for everyone involved if the 

authorities cooperated with each other, an example of instrumental support that both the 

parents and the representatives would benefit from. 

The topic of networking with the authorities was explained as a big win by the 

representatives, since they as representatives can act as advocates between the authorities 

and the parents. The representatives mean that the instrumental support from society is 

insufficient, where cooperation between authorities and health care is identified as a societal 

level resource that is lacking. Because of the resources groups and communities could offer 

due to the collective efficacy they provide (McNamara et al., 2021), collective networking is 

something the representatives stated to be looked upon as beneficial to them in their 

supporting role. Offering these resources to the parents of children with NDD through 

networking could, according to the representatives, affect the health of the parents in a 

positive way. This could therethrough give the representatives different possibilities in their 

mission to offer support, not only by the support they offer to the parents but also through 

impacting the representatives’ preconditions in their role as advocates. According to the 

representatives, the non-profit organization Attention filles a gap on a community level by 

the representatives acting as advocates between authorities and the parents. Furthermore, 

the representatives see themselves as lobbyists with the aim to have an impact on how to 

support neurodivergent individuals on a societal level. This aim to lobby goes in line with 

Frumkin (2005) who state that non-profit organizations offer alternative arenas for 

individuals to engage in. The networking realized to be needed, included cooperation 

between societal level factors and Attention as an interest organization, and not just 

networking between different authorities connected to the child. This type of network 

cooperation was explained to be needed for joint forces to support the health of parents of 

neurodivergent children as a group. What the collected multi-level support network 

cooperation would offer goes in line with Garner et al. (2011) who indicate the need for 

support for parents of children with functional impairment. Both resources and cooperation 

seem equally needed, but looking at the results in this study, cooperation seems to be the 

leading wish of the representatives, both from their representative role but also from the 

insight of what they see and what they experience themselves. 

6.3 Further research and relevance for public health 

In this study, the perspective of representatives was explored, but the representatives also 

shared experiences of being parents of children with NDD themselves. This study gave 
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insight in the complexity of support needed when parenting a child with NDD, both from 

what the representatives saw in their role as representatives, and what was shared by them 

from their individual experiences. This thesis fills a research gap regarding the 

representatives’ experience to offer support to parents of children with NDD and findings 

motivate further research by the topic being complex. To research the experience of being a 

parent of a neurodivergent child, a clearer picture of what support parents of children with 

NDD want from society, from their perspective, was something the authors also identified to 

be needed. 

 

From a public health science point of view, it would be of interest to further research the 

health of the parents of neurodivergent children because studies have found parents of 

neurodivergent children to have higher levels of needs (Douma et al., 2006). Parents of 

neurodivergent children are considered to be a vulnerable group in society (Rostila & 

Toivanen, 2018), and the parents’ health affects the health of the child when looking at the 

determinants of health by Dahlgren and Whitehead (2021). Further research could benefit 

the health of the parents and would be beneficial for the health of the children as well. 

Researching what affects the parents’ health and how they can be supported with a human 

rights-based approach would target challenges related to parents of children with NDD from 

different dimensions.  One dimension could be the possibility to discover new types of 

support experienced to be needed by the parents, and another dimension targeting principles 

for equity in health through empowerment and participation needed for this vulnerable 

group (Word Health Organization, 2022). 

7 CONCLUSIONS 

• Preconditions to support was experienced to be affected by access to appropriate 

resources such as time, individual experiences, recruitment, organizational 

capabilities. Furthermore, preconditions to support were also experienced to be 

affected by cooperation, such as shared knowledge and networking. 

• Appropriate resources were expressed by the representatives to include time, 

individual experiences, recruitment, and organizational capabilities. A main challenge 

experienced by the representatives related to time is Attention being a non-profit 

organization and mainly volunteer run which affects their preconditions to offer 

support. Related to their individual experiences, the representatives expressed a 

possibility to offer support from a social context for the parents to be beneficial. 

Regarding recruitment the lack of active members was repeatedly discussed by the 

representatives as possible related to parent’s higher stress-levels. Furthermore, 

organizational capabilities such as financial resources were seen as a key factor to 

support, as well as support from the National organization to the local associations in 

form of for example, material for parental support groups. 
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• Cooperation, in form of shared knowledge and networking were expressed as 

important. Shared knowledge between Attention, authorities and parents was 

expressed as an important key to cooperation. Whereas networking was expressed as 

a big win, where the representatives can advocate between authorities and parents. 

• Further research of what support parents of neurodivergent children need from 

society could benefit their health and affect public health since parents of 

neurodivergent children are seen as a vulnerable group due to high levels of 

psychological health problems. 
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APPENDIX A; INFORMATION LETTER (IN SWEDISH) 

 

Hej! 

Vi heter Juliane och Hevi, vi skriver vårt examensarbete på masternivå inom det 

internationella folkhälsovetenskapliga programmet på Mälardalens universitet. Vårt 

intresseområde är familjer med barn med neuropsykiatriska funktionsvariationer [NPF] och 

vårt syfte är att undersöka hur representanter från en intresseorganisation upplever 

förutsättningarna de har för att stödja hälsan hos föräldrar till barn med NPF. Då Attention har 

en viktig funktion för jämlikheten i hälsa ur ett folkhälsoperspektiv, har vi valt att kontakta 

dig som representant från Attention för att be om ditt deltagande.  

Hur går det till? 

Vi önskar genomföra en intervju med dig som kommer att genomföras på överenskommen 

plats antingen fysisk eller via digital plattform som Zoom eller Teams. Intervjun är beräknad 

att ta ungefär 30 minuter och kommer att spelas in med en ljudupptagningsapplikation via 

mobiltelefon i flygplansläge eller diktafon. Deltagandet i denna studie är helt frivilligt och kan 

när som helst avbrytas utan närmare motivering.  

Hur hanteras mina personuppgifter? 

Intervjusvaren kommer att avidentifieras genom kodning vilket innebär att dina 

personuppgifter inte kommer att kunna identifieras. All information kommer att behandlas 

konfidentiellt genom att all information sparas på lösenordskyddad mobiltelefon samt dator 

och raderas efter godkänt examensarbete. Ingen annan än undertecknade studenter samt 

handledaren kommer att ha tillgång till råmaterialet innan detta raderas. 

Resultatet då? 

Resultatet av denna studie kommer att publiceras i form av ett examensarbete som efter 

godkännande publiceras på DIVA (en databas över godkända examensarbeten, 

www.divaportal.org) för utomstående som är intresserade av ämnet. 

Om du har frågor eller funderingar kring studien eller deltagandet i studien, tveka inte att höra 

av dig till oss eller vår handledare! Vi besvarar gärna dina frågor, kontaktuppgifterna hittar du 

nedan. 

 

Med vänliga hälsningar 

Juliane Hersén & Hevi Määttä Brobacke  
 

Studenter Mälardalens Universitet      

Juliane Hersén  

jhn18013@student.mdu.se  

073–5065246  

 Hevi Määttä Brobacke 

hma17002@student.mdu.se 

073–4216877 

 

Handledare Mälardalens Universitet 

Maria Norfjord van Zyl                            

maria.norfjord.van.zyl@mdu.se              
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APPENDIX B; INTERVIEW GUIDE (IN SWEDISH) 

 

 

Inledning: 

  

Hej och välkommen till vår intervju! Tack för att du vill medverka och hjälpa oss i vår studie 

som syftar till att undersöka hur representanter från intresseorganisationer upplever 

förutsättningarna att stödja hälsan hos föräldrar till barn med npf. Vi vill återigen påminna om 

att deltagandet är frivilligt och att du när som helst kan avbryta ditt deltagande. Vill du 

fortfarande vara med?  

  

Fantastiskt! Då börjar vi då.  

 

  

Inledande fråga: 

 

 

1. Vill du berätta om vilken roll du representerar inom Attention och vad det innebär?  

 

Huvudfrågor inklusive eventuella följdfrågor: 

 

 

2. Vad skulle du som representant säga påverkar, från ditt perspektiv, hälsan hos föräldrar till 

barn med npf?  

 

 

3. Kan du berätta om utmaningar som du stöter på i ditt arbete att stötta föräldrar till barn med 

npf? 

 

 

4. Vad upplever du i din roll som representant att organisationen behöver för att stötta föräldrar 

till barn med npf?  

 

 

5. Hur uppfattar du Attentions tillgång till resurser? 

a. Vilket slags stöd känner du att du erbjuder mest via Attention?  

 

 

b. Vad ser ni inom Attention saknas främst?  
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c. Upplever du att ni inom Attention har dom resurser som ni 

anser           behövs?  

  

 

Slutligen några öppna frågor:  

 

 

6. Vad upplever du fungerar med det stöd som finns för föräldrar till barn med npf via samhället? 

1. -och Attention? 

 

 

7. Upplever du att något inte fungerar med det stödet som finns för föräldrar till barn med npf via 

samhället? 

1. - och Attention? 

 

 

8.   Hur upplever du det sammanlagda stödet om vi sätter ihop samhälls resurserna och det arbete 

Attention gör, finns alla pusselbitar?  

2. -   vilka passar bra?   

3. -  vilka saknas?    

 

 

 

Avslutande avrundande fråga: 

 

 

9. Tack! Sammanfattningsvis har vi pratat om detta idag _________. Finns det något som du 

skulle vilja lägga till eller utveckla?  

 

Om du känner att du vill tillägga något i efterhand eller om du har några frågor så är du 

välkommen att höra av dig. Annars hör vi av oss när examensarbetet är färdigt (i slutet på 

juni) så du får se vad du bidragit till att skapa kunskap kring.  

 

 

 

 

 

 

 



 

 

APPENDIX C; ANALYSIS SCHEDULE 

Table 1: example of the process to reach main themes from meaning bearing units. 

 

Meaning unit 

 

Condensed 

meaning unit 

Code Sub-category Category 

Yeah, it´s probably 

this that we get 

knowledge from 

regions and 

municipalities 

about how they 

work and that we 

can share further. I 

think that is a great 

cooperation. -IP2 

 

Attention 

participated during 

the sociologist-days 

and tried to talk 

and profile us, and 

create networks 

and such, you can 

work together, 

because it is always 

better to work 

together  

-IP6 

Knowledge from 

regions and 

municipalities 

shared further. 

Great cooperation.  

 

 

 

 

 

 

 

Participate and 

create networks to 

work together, 

better to work 

together. 

Shared knowledge,  

cooperation 

 

 

 

 

 

 

 

 

Better to work 

together 

Shared knowledge 

 

 

 

 

 

 

 

 

 

 

 

Networking 

Perception of  

Cooperation 

 

 

 

 

 

 

 

 

 

 

Perception of 

cooperation 

 

 

 

 

 

 

 

 

 

 

 

 

But it is hard to 

find people who 

have the energy to 

engage and have 

time and 

possibilities to push 

things forward. -IP1 

 

But the challenge is 

that you are a non-

profit organization 

and that you may 

not have the 

possibility when 

you would like to 

come and 

participate, many 

want you to come 

and participate -IP1 

 

Hard to find people 

who have energy to 

engage, time and 

possibilities to push 

things forward 

 

 

 

Non-profit 

organization, no 

possibility to come 

and participate 

 

Hard to find right 

people. 

 

 

 

 

 

 

No possibility to 

come and 

participate 

 

Challenges to 

recruit. 

 

 

 

 

 

 

Time 

 

 

 

 

 

 

 

 

 

 

 

Access to 

appropriate 

resources. 

 

 

 

 

 

Access to 

appropriate 

resourcs 
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