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Abstract
Background The purpose of this study was twofold: (i) To assess the parents’ experiences and perception of 
participating in a “Parental Intervention Program for Preschool children with Rare Diseases” (PIPP-RDs). (ii) To evaluate 
which elements of the PIPP-RDs that the parents emphasized as important for improving their health literacy related 
to facilitating the transition of their children from kindergarten to school.

Method A mixed methods evaluation study was conducted ten and eleven months post-intervention, integrating an 
online quantitative survey combined with individual semi-structured interviews. Twenty-two parents participated in 
individual interviews, of these 18 also responded to the online questionnaire survey.

Results All parents that participated in this study reported that the information conveyed at the program was 
of great value and utility, 88% reported significantly alleviated stress associated to their child`s school-start, 84% 
indicated had improved the school-home collaboration and 84% reported that it had encouraged them to establish 
contact with the school prior to school commencement. From the qualitative data five main themes emerged: 
(i) Competence and Knowledge Acquisition, (ii) Becoming more Prepared and Relaxed, (iii) Achieved Realistic 
Expectations, (iv) Enhanced Communication Skills, (v) Increased Health Literacy and Self-Efficacy. The evaluative 
findings suggest that this invention program has notably improved the parents’ aptitude for school interaction, 
enhanced the adaptions according to children`s needs for accommodations, and has provided reassurance in the 
school-home collaboration. Parents also described increased self-confidence and self-efficacy in managing the school 
start for children with RDs.

Conclusion The highly positive response of participating in PIPP-RDs may not only reflect the merits of the 
program`s content, but also underscore the significant needs for such support during the transition to school for 
parents of children with RDs. Comparable initiatives, oriented towards enhancing the health literacy and empowering 
the parents, are anticipated to yield similarly favourable results. We argue that intervention program amalgamate 
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Introduction
Despite the fact that many children with rare diseases 
(RDs) experience challenges in the educational sphere, 
and that parents play a decisive role in the transition from 
kindergarten to school, few studies have investigated the 
needs of parents of children with RDs. and their potential 
to increase knowledge and health literacy to manage this 
transition process [1].

Rare diseases
RDs are medical conditions that affect 1in 2,000 indi-
viduals in Europe and are defined in the US as condition 
affecting fewer than 200,000 people (*1:1600) at any given 
time [2–4]. It is estimated that there are approximately 
7,000 distinct RDs, affecting between 18 and 30  million 
Europeans and 300 million individuals worldwide [3, 4], 
many of whom are children [5]. Approximately 72% of 
RDs have a genetic origin, and 70% have childhood onset 
(4). Notably, approximately 95% of RDs currently have no 
approved treatment [2, 4] create significant challenges for 
affected individuals and society as a whole. The impacts 
of RDs are often unexplored and range from psycho-
logical and physical symptoms, seriously compromising 
participation in education, work and daily life [1, 2, 4, 5]. 
The United Nations (UN) acknowledges that individuals 
living with RDs and their families may be psychological, 
socially, and economically vulnerable throughout their 
life course, facing specific challenges in several areas, 
including schooling and education [5]. The UN also 
express concerns that people living with RDs and their 
families may be at greater risk of being disproportion-
ately affected by stigma, discrimination, and social exclu-
sion, and that one major barrier is the lack of knowledge 
and awareness of RDs [5].

Caring for children with RDs may be demanding and 
stressful [6, 7], potentially intensified by the rarity of the 
condition. Children with RDs often have chronic and 
complex medical conditions that necessitate multidisci-
plinary follow-up [7, 8]. The burden of parents has been 
reported to have negative impact on their physical and 
psychological health and may cause practical and finan-
cial difficulties [7–9].

The rationale for the study in the context of art of state
Despite the great heterogeneity of different RDs, parents 
seem to face many similar problems related to the rar-
ity of the disease [6–11], such as lack of information and 
competence, limited clinical experiences and published 

research to inform school and interdisciplinary profes-
sionals, and lack of evidence-based practice. The lack of 
knowledge and information about the disease, its prog-
nosis, and the children’s needs and development may 
pose challenges for both parents and school personnel 
in facilitating appropriate adjustments as the children 
embark on their schooling journey [1, 12–14]. Teachers 
may feel inadequately prepared for the task of both edu-
cating students with RDs and ensuring that the teaching 
environment adequately meet the children’s needs [1, 12, 
14].

Few studies have addressed the challenges and oppor-
tunities for children with RDs at school, as well as the 
importance of the parental role in educational settings 
[1]. Despite limited research, studies indicate that chil-
dren with RDs may have more complex educational 
needs than those of their peers with more common dis-
abilities [1, 15–17]. Families may experience stigma and 
isolation within educational settings, and professionals 
often perceive themselves as inadequately skilled when 
educating children with RDs [1, 14].

Despite the widely accepted understanding that paren-
tal involvement positively impacts students’ achievement 
[18–22], no studies have been identified dealing with 
school- related intervention program for empowering 
and preparing parents of preschool children with RDs to 
facilitate the transition from kindergarten to school.

The parental intervention program for Preschool children 
with Rare Diseases
In Norway, both the National Health Services and the 
school system are public entities, with education being 
compulsory for all children aged between 6 and 16 years. 
Typically, education legislation encourages the inclu-
sion of children with disabilities and chronic diseases 
into mainstream schools, as stipulated by the Norwegian 
Education Act [23]. While most children with RDs attend 
mainstream public schools, many parents concurrently 
face challenges, particularly during the transition phase 
from kindergarten to school.

TRS [24] is a National Resource Centre for Rare Dis-
eases (TRS) in Norway that serves people with congeni-
tal skeletal and connective tissue disorders, spina bifida 
and limb deficiency. The users of the centre are people 
affected by these disorders, their families, health person-
nel and other professionals working with these patient 
groups. The core activities of TRS encompass individual 
counselling, development and implementation of various 

pertinent information, group discourse, and workshops on school-related issues, alongside opportunities for parents 
to meet other parents in similar situations.
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intervention programs, collaboration with healthcare, 
educational, and social services, as well as research, and 
knowledge dissemination.

In the clinical setting, TRS frequently encountered 
parents expressing a need for additional support during 
the transition process from kindergarten to school for 
their children with RDs. Based on the clinical experi-
ences, parents expressed needs, pertinent research, and a 
theoretical framework of situated learning [25], the TRS 
developed the Parental Intervention Program for Pre-
school children with Rare Diseases (PIPP-RDs) in 2002. 
Since then, this intervention program has been offered 
to parents of preschool children with RDs annually. 
The overall goal of the PIPP-RDs is to enhance parents` 
health literacy and empower them to facilitate the transi-
tion from kindergarten to school, thereby contributing to 
the enhancement of school experiences and educational 
opportunities for children with RDs.

The program emphasizes preparing parents for school 
commencement by informing them about opportunities 
and potential challenges, strategies for effective commu-
nication, rights and obligations, accommodations and 
assistive devices, and how to navigate and address chal-
lenges within the school system to ensure their children’s 
needs in the context of the school system. The PIPP-
RDs is structured as a four-day workshop, specifically 
designed for parents of preschool children with various 
RDs. The intervention program is scheduled in January, 
seven months prior to the children’s entrance into pri-
mary school.

Each year, approximately 10 to 18 families participate 
in the program. The families reside at a course campus, 
where social gatherings are organized in the evenings. 
During the day, the parents engage in an intensive pro-
gram comprising brief presentations by different profes-
sionals on various topics related to the education system, 
guided group discussions, practical advice sessions, and 
workshops. The content of the PIPP-RDs emphasizes 
both provision of information and facilitating discussion 
on necessary adaptations to address physical, practical, 

and learning challenges at school. Group discussions 
encompass a range of topics, from pedagogical and psy-
chological considerations to the social and emotional 
aspects associated with having a preschool child with 
RDs related to the transition from kindergarten to school.

A flipped classroom approach is utilized [26], with par-
ticipants receiving online lectures two weeks prior to the 
PIPP-RDs. This strategy encourages the parents to reflect 
on their informational needs, their anticipated challenges 
associated with starting school, and factors pertinent to 
home-school collaboration. Flipped classroom strategies 
are grounded in blended learning, stimulating parents 
to actively participate in the program and directly con-
nect its content with their everyday lives. Consequently, 
parents become more actively involved and adequately 
prepared prior to their engagement in the PIPP-RDs. 
However, the extent of preparation is at the discretion 
and based on voluntariness of the parents.

During the PIPP-RDs four-day intensive program, par-
ents are first introduced to the program’s overall purpose 
and practical content. Then, the parents engage in group 
discussions on various topics. Group-based interventions 
are important parts of the program, because this method 
has been found to increase parental self-efficacy [27]. The 
topics in the PIPP-RDs are described in Table 1.

Based on an understanding that parents of children 
with rare diseases often face a challenging life situation, 
careful consideration was given to enable optimal adher-
ence. Thereby, emphasizing the program`s accessibility 
by ensuring it was not overly demanding or extensive.

The objective of the study
The purpose of our article was twofold: (i) To assess 
parents’ experiences and perception of participating in 
a PIPP-RDs 10 and 11 months post-intervention, and 
(ii) to discern elements of the intervention that seem to 
enhance parents’ health literacy, associated with the tran-
sition of their child from kindergarten to school. We also 
wanted to gain in-depth knowledge about their experi-
ences and their views of the impact of participating:

We posted the following questions:
1. What are the parents’ experiences of participating 

in the PIPP-RDs, and do they perceive any benefits 
related to their role of facilitating their children’s 
transition from kindergarten to school?

2. What specific advantages or disadvantages do 
the parents emphasize regarding participation in 
PIPP-RDs, and which aspects of PIPP-RDs do they 
highlight as most important?

3. How do the parents perceive the significance of 
their participation in the PIPP-RDs for school-home 
collaboration?

Table 1 The issues emphasized in the PIPP-RDs
The issues emphasized in the PIPP-RDs:
- Expectations and opportunities for starting school
- Educational adaptation
- Adapted and inclusive Physical Education
- Strategies for informing and communication with others about their 
child’s disease
- Collaboration between school and home
- Embracing differences
- Navigating challenges of having a child with a RD
- Practical adaptations for the children’s needs
- Perspectives on enhancing the children’s transition to school
Throughout the program, parents work on developing a schedule plan 
for how they will facilitate the transition process for their child, from 
kindergarten to school.
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Materials and methods
Design and recruitment
This research employed a mixed-methods approach, 
encompassing both a quantitative online questionnaire 
survey and semi-structured individual interviews. A total 
of thirty-six families, from every health region in Nor-
way, participated in the PIPP-RDs during 2017 and 2018. 
From each family, one parent was invited to participate in 
this study.

Among the 25 initial consents for individual interviews, 
three were retracted prior to the commencement of the 
study because they felt too overloaded to participate in 
the study. The inclusion process is depicted in the flow 
chart as outlined in Fig. 1.

A total of twenty-two parents participated in the quali-
tative part of the study and were interviewed in Decem-
ber ( 11  months post intervention and 4 months after 
starting school). Of these 18 also completed the online 
questionnaire survey in November (10   months post-
intervention and 3 months after staring school) of the 
corresponding year. The time points for activities are 
described in Table  2. Findings from time point 4 and 5 
(T4/T5) is outlined in this paper (Table 2).

Quantitative online questionnaire part of the study
The questionnaire instrument
We considered adapting established tools for measur-
ing health literacy or self-efficacy, but a problem is that 

very few validated instruments measure these issues 
concerning parents aiding their children’s` school tran-
sition, especially for children with disabilities and rare 
diseases. Therefore a study specific questionnaire was 
developed. This study-specific instrument comprised five 
demographic queries and 15 inquiries designed to mea-
sure the parents’ perceptions and experiences regarding 
the impact of the PIPP-RDs associated to the transition 
process from kindergarten to school. An additional eight 
questions focused on the parents` evaluation of the topics 
emphasized within the program. Measurement scales uti-
lized in the questionnaire included a dichotomous scale 
(yes/no) and a 5-point Likert scale (ranging from 5 = very 
useful/satisfactory and 1 = very useless/unsatisfactory). 
The questionnaire also incorporated open-ended free-
text options to capture more nuanced responses (see 
supplementary file 1). The electronic questionnaire was 
distributed to the parents using an online platform.

Analysis
Data collection was facilitated by the Questback online 
research platform, an online web program that ensures 
complete anonymization of respondents’ answers. The 
same platform was leveraged for data analysis [28]. In 
accordance with the study objectives, survey data are 
presented descriptively, utilizing proportions and figures 
in both the textual and graphical format. As the target 
population is restricted to some specific RDs, we antici-
pated a relatively small sample size, and consequently, we 
did not employ advanced statistical analysis. The results 
are presented in the form of the questions, and the ques-
tions have been translated from Norwegian to English in 
collaboration with a professional translator. We followed 
the Strengthening the Reporting of Observational Studies 
in Epidemiology (STROBE) guidelines [29].

Table 2 Time points for activities
Activities Time-point
Flipped-classroom approach T1 (8 January)
Intervention Programme (PIPP-RDs) T2 (22–25. January)
School start-up for the children with RDs T3 (August)
Questback quantitative questionnaire to the 
parents

T4 (November)

Semi-structured interviews with the parents T5 (December)

Fig. 1 The inclusion process. The flow chart for the participant selection process
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Qualitative in-depth semi-structured telephone-interview
The semi-structured interviews
The semi-structured telephone interviews focused on the 
parents’ perceptions of participating in the PIPP-RDs; 
their experiences of the program, particularly the utility 
in facilitating their child’s schooling (see supplementary 
file 2). The interviews were conducted by two research-
ers, and ranged from 25 to 45 min in duration. The inter-
views were audiotaped and transcribed verbatim.

Analysis
The transcriptions were thoroughly read by two research-
ers to identify emergent categories and themes. Thematic 
analysis, guided by the recommended four-step process 
by Braun & Clark [30], was utilized to identify patterns 
within the data material. Throughout the qualitative data 
analysis process, two researchers convened discussions, 
and an additional researcher was engaged as needed to 
resolve discrepancies in the interpretations. All four 
researchers collaboratively participated in step 3 and 4, 
and the writing up for the analysis [30]. We followed the 
recommended consolidated criteria for reporting qualita-
tive research, COREQ [31]. The analysis process is illus-
trated in Table 3.

Combining the data
Both the questionnaire and the semi-structured inter-
view guide were developed in collaboration with design-
ers of the program, the intervention program holders, 
and based on clinical experiences, relevant research. In 
addition we employed an integrated theoretical approach 
that integrate Epstein`s theory of Parental Involvement in 
Education [32], which delineates six distinct roles for par-
ents in fostering a partnership between schools, families, 
and communities. This theory was harmoniously com-
bined with the Strength perspective [33], which empha-
sizes recognizing and building upon the strength and 
assets of a child with a disability, rather than concentrat-
ing solely on their deficits or limitations. To gain a better 
understanding and a more solid foundation for develop-
ing the study specific tools for examining health literacy, 
we drew upon Nutbeam`s typology [34, 35], encompass-
ing the three dimensions of health literacy: functional, 
interactive/communicative, and critical.

The aim was to ensure that the tools effectively cap-
tured the relevance of the intervention, reflecting its 
significance for the parents and grounded it in a solid 
theoretical foundation. This was conducted by a con-
vergence between the quantitative and qualitative 
approaches.

The two sub-studies were first analysed individually. 
Following this a mixed methods approach [36, 37] was 
employed, with the primary emphasis placed on analys-
ing, integrating and, synthesizing the results from the 
sub-studies. The objective of synthesizing the data from 
the sub-studies was to provide a more comprehensive 
and deeper understanding of the parents’ experiences 
and perspectives on participating in the PIPP-RDs. While 
the results from the survey and the semi structured inter-
views are presented separately in the findings, the dis-
cussion section integrates and triangulates the two data 
sources [37].

Ethical considerations
This article is part of a larger study about Parental inter-
vention programs for preschool children with RDs. The 
study was approved by the Data Protection Authority at 
Oslo University Hospital, Norway (17/20,647), ensuring 
that the study met appropriate ethical guidelines. Prior 
to participation, comprehensive written and oral infor-
mation concerning the study was furnished to all poten-
tial participants, and written informed consent was duly 
obtained. Ethical aspects were meticulously addressed 
throughout all phases of the research process. Taking into 
account that the participants were the parents of children 
with RDs in Norway who could be easily identifiable in 
this context, a detailed description of the study group has 
not been presented. All information that may reveal the 
identity of the participants has been removed from the 

Table 3 Four-step thematic analysis
Steps in thematic analysis Content of steps in the analysis
Step 1. Overall impression of the 
material
• The authors (GV,VJ) thoroughly 
read the material independently of 
each other

• Formed an overview of the 
material
• Started the process of identify-
ing themes and used analysis for 
theme development

Step 2. Coding-creating the first 
codes
• The authors (GV,VJ) identified 
pattern and codes in the material 
independent of each other

• Developed codes from prelimi-
nary themes
• Coded and developed elements 
of meaning and the sorted and 
grouped these into meaning 
units.

Step 3. Text condensation and 
identifying themes
• The authors (GV,VJ) condensed 
the material independently of each 
other
• The authors (GV,VJ) assessed 
critical relevant themes together 
and subsequently involved the rest 
of the research group (IL,EB) in the 
discussion

• Searched to pattern in the 
material
• Critically discussed themes, 
codes and categories
• Reached a consensus on themes 
and categorisations

Step 4. Synthesising and naming 
themes
• The authors (GV,VJ, IL, EB) 
discussed the theme names and 
codes in order to reach consensus

• Parts of the text were regrouped
• Presented and analysed text 
with prominent content and 
meaning
• Kept an analytic distance and 
discussed
• Linked underlying meaning in 
the themes and categories to 
each other to create main themes
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quotations. In the qualitative part of the study, each par-
ent was assigned a code consisting of a number from 1 to 
22 to ensure anonymity. This coding system was applied 
throughout all quoted materials.

Results
The respondents
The participants (n = 22) displayed a mean age of 38 
years, spanning range of 25 to 55 years. The sample com-
prised 68% mothers and 32% fathers. In terms of family 
structure, 47% of the families had one child, 42% had two 
children, and 11% were parents to three children. Nota-
ble, no families had more than one child diagnosed with 
a rare disease. The children included in this study were 
diagnosed with a diverse range of conditions, including 
osteogenesis imperfecta, arthrogryposis multiplex con-
genital, spina bifida, multiple osteochondromas, short 
stature, congenital limb deficiency, Marfan syndrome, 
and Ehlers-Danlos syndrome.

Online quantitative survey results
All parents that participated in this study (100%) reported 
that the information presented during the PIPP-RDs had 
been very useful for the transition process. Additionally, 
88% found it very useful for alleviating stress related to 
their child’s school start, and 84% found it very useful 
for school-home collaboration. Only 44% found it very 
useful for increasing their knowledge about their child`s 
needs”, while 50% found it useful, and 5% were uncertain 
(don`t know). No parents reported the intervention pro-
gram as useless or very useless, but some were uncertain 
(don`t know) about its usefulness in certain aspects, as 
detailed in Fig. 2.

All parents (100%) reported that PIPP-RDs met their 
needs for knowledge and information. Additionally, 88% 
found it easier to inform others about their children’s dis-
eases after attending, and 84% initiated contact with their 
respective schools due to the information they received. 
Also, 88% reported that it facilitated informing others 
about their children’s needs. All parents would recom-
mend PIPP-RDs to other parents of children with RDs 
and all emphasized the benefit of meeting other parents.

Fig. 3 Parents perceived impact of participate

 

Fig. 2 Parents’ utility of participating. Parents perceived utility of participating in PIPP-RDs
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The qualitative interview results
From the thematic analysis five interrelated main themes 
emerged, which illustrate the parents’ assessment of 
the program`s impact: (i) Competence and Knowledge 
Acquisition (ii) Becoming more Prepared and Relaxed 
(iii) Achieved Realistic Expectations (iv) Enhanced Com-
munication Skills (v) Increased Health Literacy and 
Self-Efficacy. These themes describe various aspects of 
barriers, facilitators, and strategies that the program 
promoted for the parents’ facilitation of their children’s 
transition to school. While some themes clearly resonate 
across all parents’ experiences, other are notably more 
specific to the individual parents` unique situations.

Competence and knowledge acquisition
Numerous parents underscored their previously lim-
ited knowledge and familiarity with the school system, 
thereby attesting the invaluable utility of the information 
and topics disseminated via the PIPP-RDs.

One mother stated: “It was useful in many ways, and I 
think all information about all the issues at the program 
were of relevance…… and I felt I had much more knowl-
edge afterwards” (Parent 1).

The parents valued practical advices, utilitarian aids, 
discussions about pragmatic solutions, and information 
on legal entitlement and the school system, all viewed 
as critical for smoother transition management. Cer-
tain parents indicated that the acquisition of current 
information and a more comprehensive understanding 
of the school system augmented their perceived com-
petence. Some parents reported that gaining current 
information and a deeper understanding of the school 
system enhanced their perceived competence. Addition-
ally, many highlighted that clear information on relevant 
school contacts encouraged them to initiate communi-
cation with the school immediately after completing the 
PIPP-RDs.

One parents, notable a father, underscored the perti-
nence of the program`s content: ”Indeed, it was valuable! 
Navigating this chaotic landscape is challenging, thus the 
program has proven significantly beneficial. Specifically, 
the practical advices and insight into effective strategies 
have been enlightening. Understanding our entitlements, 
our potential actions, and what we can do and how to do 
it” (Parent 3).

In summary, the detailed information provided about 
the school system seems to have enhanced parents’ per-
ceived competence, empowering them to take a more 
proactive role in their child’s transition to school. A sig-
nificant majority reported positive experiences when 
initiating early collaboration with the school staff. Many 
parents, who had little prior knowledge of the school 
system, found the program`s information and top-
ics immensely useful. Concrete advice, practical aids, 

solution-focused discussion, and information about 
statutory rights and the school system were consistently 
highlighted as important components of the intervention 
program.

Being more prepared and relaxed
Many parents reported that before participating in the 
PIPP-RDs, they had either avoided contemplating how to 
facilitate their child’s schooling or believed this respon-
sibility mainly fell on the school. Some voiced concerns 
about their child’s integration, potential for bullying, 
and uncertainty regarding how to inform the school and 
other students about their child’s rare condition.“

One mother remarked: “I worried a lot and was over-
whelmed with concern for my child. The program, how-
ever, helped me in several ways, making me feel more 
comfortable and less apprehensive about my child begin-
ning at school” (Parent 9).

Some parents underscored their lack of experiences in 
managing these challenges, with some expressing feeling 
of isolation. They reported having no previous encoun-
ters with other parents of children with RDs prior to the 
PIPP-RDs, underscoring the value of meeting with the 
other parents within the program.

A mother noted “The opportunity to share my thoughts 
and emotions with other parents was incredibly valu-
able… it fostered a sense of community. We no longer 
feel so alone and isolated” (Parents 7).

The group discussions and informal conversations with 
other parents in sharing feelings and thoughts, was also 
emphasized as important. The majority maintained con-
tact with the other parents they met during the program, 
with some even establishing joint Facebook groups.

Several parents professed that their participation in the 
program and talking to other parents in similar situations 
had significantly reduced their stress levels, rendering 
them more relaxed and empowered.

One mother shared: “In a sense, we were able to breathe 
a sigh of relief, because we have been so apprehensive 
about school start… the program and meeting others 
bolstered my confidence. I am uncertain if we could have 
navigated this without the program” (Parent 5).

Another mother reflected similar sentiments: “I was 
plagued by numerous worries, but talking to others pro-
vided me with considerable aid. I feel that I`ve grown 
more comfortable and less worried about my child begin-
ning at school” (Parent 9).

As part of the PIPP-RDs, parents were aided in devel-
oping a dynamic plan to facilitate their child`s transition 
into school, encompassing strategies for collaboration 
with the school system and health services. This plan-
ning phase honed their consciousness of their child`s 
needs, and guided them in advocating their child`s 
strengths and vulnerabilities effectively, determining the 
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right communication partners and timings. Some inte-
grated this plan into the individual care plan address-
ing their child`s specific needs, strengths, and areas of 
participation.

One father shared: “We`ve leveraged the information 
from the program in facilitating schooling … our plan 
was particularly crucial as it guided us on “how” and 
“when” of implementation” (Parent 2).

Many utilized the plan as a checklist when collabo-
rating with teachers and health services for schooling 
arrangements. Notably, no parents reported any nega-
tive responses from school staff or health services when 
executing this plan.

A mother`s experience with the plan resonates in the 
following statement: “It`s been excellent. I feel signifi-
cantly more prepared and alert to maintain things as they 
should be… the fusion of the schedule plan in the pro-
gram was a smart move” (Parent 11).

Achieved realistic expectations
As mentioned above, many parents claimed that before 
the PIPP-RDs, they had unrealistic expectations and 
demands on the school due to their limited knowledge 
of how to facilitate the transition process. Some parents 
reported that gaining a more comprehensive understand-
ing of their formal rights and the opportunities to discuss 
potential challenges related to the school transition pro-
cess helped shape more realistic and reasonable expec-
tations. They believed they had developed an increased 
understanding and tolerance for the teachers’ challenges, 
and some claimed they had experienced a cognitive shift 
towards a more realistic, collaborative, solution-oriented 
approach, rather than confrontational.

As one father described: “I believe I`ve evolved. I no 
longer feel the need to “win the battles”…I try to be more 
objective and have more understanding, then we will find 
good solutions together” (Parent 14).

Enhanced communication skills
Parents also claimed that their communication skills 
had changed after participating in the PIPP-RDs. Some 
described becoming more effective in articulating their 
child’s needs, and referred to information learned during 
the program to support their points. Others also noted 
an expansion of vocabulary and the ability to communi-
cate in a less emotional and more professional way when 
talking about their children.

One father stated: “Before the program, everything felt 
chaotic… I was unsure about who I could contact. But 
now I know who to talk with and how I can communicate 
in a way they understand” (Parent 3).

Parents reported that school staff exhibited interest 
and attentiveness towards the information the parents 

had gleaned from the program. Some even observed an 
enhanced sense of respects.

One father said: “I think we cooperate very well… the 
school staff are so nice and they try to do as best as they 
can… but the system is not always so easy to fight” (Par-
ent 19).

Increased health literacy and self-efficacy
Overall, the qualitative interviews indicated that many 
parents found their children’s transition to school to 
be highly satisfactory, with some describing it as “sur-
prisingly well”. They underscored the potential impact 
of early school preparation and collaboration with the 
school staff, and acknowledged their own significant role 
in the process. Shifts from being worried to feeling of 
increased competence, preparedness, relaxation and real-
ism were emphasized by several as pivotal outcomes of 
participation in the program. Some even noted enhanced 
ability to balance between making demands to the school 
and being humble and understanding.

A mother expressed: “I felt more competent and 
empowered, and I knew how to do it. That was good” 
(Parent 13).

Many parents seemed to exhibit an augmented belief 
in their abilities to be actively involved and coordinate 
schooling for their child.

This sentiment is encapsulated in a quote from a 
mother: “We acquired substantial knowledge … felt 
more confident, and understood our expectations … This 
knowledge was absolutely vital before initiating coopera-
tion with the school” (Parent 11).

Parents articulated that the PIPP-RDs seemed to bol-
ster their ability to influence the children’s schooling 
effectively. This suggest that this intervention program 
may have empowered parents and augmented their self-
efficacy. Overall, most participants appear to have under-
gone a process of knowledge acquisition and enhanced 
health literacy related to their child`s school situation.

Discussion
Main findings
This mixed methods research indicates that parents of 
children with RDs have a substantial need for additional 
information to facilitate the transition from kindergarten 
to primary school. The PIPP-RDs was highly valued by 
the parents that participated in the program, and appears 
effective for this target population. Parents expressed 
strong approval concerning the content, organization, 
and applicability. Both quantitative and qualitative find-
ings suggest that the program successfully empower 
parents to advocate their children’s needs. Nonetheless, 
further investigation is needed to assess the program`s 
impact of the children’s educational experiences.
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Previous studies have found that similar intervention 
program for parents of children with other disabilities 
[19, 38], as well as for parents in general [39], exert a pos-
itive impact of parental self-efficacy in supporting their 
children through transition to school. These studies also 
reported associations between program participation 
and heightened parental involvement in school-related 
activities. These findings resonate with the experiences 
reported by parents in our study.

The qualitative data from the individual interview 
offered nuanced understanding of the reasons behind the 
high approval ratings for the PIPP-RDs by the parents. 
The parents emphasized the significance of obtaining rel-
evant information, receiving practical advices, and having 
the opportunity to reflect on their child`s need alongside 
other parents navigating similar situations. Furthermore, 
they depicted an enhanced sense of psychological forti-
tude, competence, preparedness, relation, and improved 
communication skills in interacting with school staff 
after participating in the PIPP-RDs. Enhanced parental 
awareness of their role and knowledge about potential 
opportunities and obstacles appear to have positively 
influenced the facilitation of school transition.

Increased competence, preparedness and reduced stress
Research highlights the need for intervention program 
aimed at empowering parents of children with disabili-
ties, including RDs, to enhance their health literacy, skills, 
and confidence in managing their children’s needs [22, 
40–43]. Parents of children with RDs often bear a signifi-
cant burden in addressing challenges, navigating service 
system, sourcing information about their child`s condi-
tion, and evaluating healthcare and community resources 
[44, 45]. By providing information about specific con-
tact points for parent-school communication may have 
encouraged early collaborative relationships with the 
school. This is consistent with numerous studies [46, 47] 
emphasizing the benefits of early preparations for school 
transitions to secure timely support and adjustments.

The parents reported feeling more prepared and less 
anxious about their child`s school transition after attend-
ing the PIPP-RDs, which is significance since increased 
parental worries have been associated with suboptimal 
child outcomes [39, 47]. Conversely, parents’ confidence 
and relaxation can contribute to smoother school adjust-
ments for the children [39, 47]. Previous research has also 
identified feelings of resignation, anxiety, and perceived 
lack of support among parents of children with RDs [48, 
49]. Our findings suggest that the PIPP-RDs program, by 
allowing parents to share experiences with others in simi-
lar situations, may help to alleviate such worries and feel-
ings of isolation.

The group-discussions and informal social gather-
ing may have provided parents with a shared sense of 

identity, mutual support, and a sense of community. 
Other studies have shown that group-based interventions 
for parents of preschool children can boost parental self-
efficacy [27]. Encouragement from peers in similar situ-
ations may help parents overcome self-doubt and focus 
more effectively on their parental roles [50]. Some par-
ents in our study also reported a reduction in stress levels 
after participating in the PIPP-RDs. This is in line with 
the study of Gómez-Zúñiga et al. [42], indicating that 
communication between the parents of children with 
RDs may be important for alleviating the burden and 
challenges in daily life.

Enhancement of communication skills and self-efficacy
Effective communication between parents and school 
staff is essential for promoting optimal educational expe-
rience for children with RDs, as supported by empirical 
evidence [1, 12, 51]. Integrating pupils with RDs into reg-
ular schooling can present significant challenges, includ-
ing perceived gaps in teachers’ qualifications regarding 
diversity and inclusion [51, 52].

Our findings suggest that the PIPP-RDs program, 
which equips parents with comprehensive knowledge 
of the school system, practical advices, and strategies to 
overcome potential barriers, may enhance parents` resil-
ience and adaptability.

After participating in PIPP-RDs, parents experienced 
a more equal communication with the school staff, sug-
gesting an empowerment that might have positively 
impacted their children’s schooling experience. The posi-
tive feedback from parents may reflect previously unmet 
needs for support, rather than solely the specific content 
of the PIPP-RDs program. While our study did not com-
pare PIPP-RDs to other initiatives, it focused exclusively 
on the perceived impact of this particular program.

Nevertheless, the provision of pertinent information, 
the opportunity to interact with other parents navigating 
similar circumstances, the emphasis on recognizing their 
child`s strength and needs, and the provision of ample 
time for preparation and planning for the onset school-
ing were identified as beneficial components by the par-
ticipants. Based on our findings, we propose that similar 
preschool programs, encompassing lectures, group dis-
cussion, information dissemination, and informal social 
interaction should be extended to other parents of chil-
dren with RDs. Moreover, future studies should incorpo-
rate the perspectives of teachers regarding home-school 
collaboration to provide a more holistic understanding of 
this dynamic.

Strengths and limitations
The current study`s strength rest primarily on the utiliza-
tion of multi data sources, lending a comprehensive and 
robust portrayal of research questions. Additionally, the 



Page 10 of 12Velvin et al. Orphanet Journal of Rare Diseases          (2023) 18:327 

harmonious findings from both quantitative and qualita-
tive aspects of the research bolstered the reliability of the 
conclusion drawn. A lack of discordance between the two 
data sources reinforces the credibility of our results. Fur-
thermore, the survey`s design, allowing for anonymous 
participation, likely facilitated candid responses from the 
parents, thereby reducing the potential for response bias 
or the echo effect, where participants might tell research-
ers what they believe is desired. Our objective was to 
cultivate a more holistic and multidimensional under-
standing of a complex phenomenon such as the parents’ 
experience of the utility of participating in the PIPP-RDs. 
However, this intricate exploration necessitates further 
examination in larger studies with a greater number of 
participants.

Conversely, the study`s limitation include its lack of 
generalizability to parents of children with RDs due to 
several factors. These factors encompass a small sample 
size, local context, restriction to a limited number of 
RDs, selection bias originating from voluntary partici-
pation, potential echo effects in the interviews. Further-
more, the “Hawthorne effect” can introduce a form of 
bias as parents may improve or modify behaviour simply 
because they know they are part of this study. Regard-
ing the survey component of the research, the lack of 
validated measurement tools tailored to the assessment 
of parental outcome led to the development of a study-
specific questionnaire. This introduces the possibilities 
of misinterpretation of questions by the parents. How-
ever, the use of multiple data source mitigates this issue, 
thereby enhancing the study`s reliability.

Due to the small sample size, the study did not war-
rant advanced statistical analysis, therefore, we only per-
formed descriptive analysis. Additionally, it is crucial to 
acknowledge the study`s contextual limitation. Being 
situated exclusively within Norway, the findings may not 
extend to different cultural contexts of school systems. 
Other limitations encompass the absence of school staff 
perspectives and the direct impact on children with RDs.

Conclusion
This study suggests that parents of preschool children 
with RDs exhibit unmet needs for information and 
knowledge concerning the possibilities and potential 
obstacles involved in facilitating their children`s educa-
tion. Participation in the PIPP-RDs appears to enhance 
parental preparedness and self-efficacy, thus enabling 
parents to better address the challenges associated with 
their child`s conditions. Parents also reported that the 
PIPP-RDs bolster their strategies for fostering effective 
school-home collaboration.

Programs akin to the intervention program could prove 
beneficial for other parents of children with RDs, as 
well as parents of children with other types other types 

of disabilities. Initiatives aimed at empowering the par-
ents that participated in this study to adeptly navigate 
the school system are likely to yield similarly favourable 
results. Preschool intervention program, tailored for 
parents of children with RDs should be further devel-
oped and investigated across different cultural contexts 
and geographical regions. Considerable effort should 
be devoted to fostering a more robust evidence base for 
the successful implantation of such parent intervention 
programs.

The potential for international collaborative studies 
utilizing similar intervention program is vast. Such col-
laborations could enhance our understanding of parental 
needs and the potential impacts of these programs. Cul-
tural adaptations may be necessary, but it is reasonable 
to expect that most parents of children with RDs could 
derive significant benefits from participating in such 
intervention programs.
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