Research in Developmental Disabilities 60 (2017) 125-134

Research in Developmental Disabilities

Contents lists available at ScienceDirect

Information seeking by parents of children with physical @ CrossMark
disabilities: An exploratory qualitative study

M.W. Alsem?, F. Ausems?, M. Verhoef?, M.J. Jongmans®, ]. M.A. Meily-Visser?,

M. Ketelaar ®*

a Center of Excellence for Rehabilitation Medicine, Brain Center Rudolf Magnus, University Medical Center Utrecht and De Hoogstraat

Rehabilitation, Utrecht, the Netherlands

b Department of Child, Family & Education Studies, Faculty of Social and Behavioural Sciences, Utrecht University, The Netherlands

ARTICLE INFO

ABSTRACT

Article history:

Received 22 April 2016

Received in revised form 4 November 2016
Accepted 20 November 2016

Available online 30 November 2016

Number of reviews completed is 3

Keywords:

Information seeking
Experience-based information
Parents

Disabilities

Internet

Background: Evidence suggests that parents of children with disabilities feel that not all
their information needs are being met, but it remains unclear how parents try to fill these
information gaps.
Aims: The aim of this study is to describe how parents of children with physical disabilities
search for and evaluate information.
Methods: Qualitative semi-structured interviews were conducted with 15 parents of chil-
dren with a disability, aged 1.5-21 years. Data were analysed using thematic analysis.
Results: There was much variation in information needs between parents. Parents used dif-
ferent sources, depending on the type of information needed, the most important being
healthcare professionals, peers, and websites. Peers played an important role in informa-
tion provision and were the preferred source of experience-based knowledge and support.
The Internet is a widely used medium to search for information and to access various
sources. There was a general preference for closed Internet communities for peer contact.
Information was commonly evaluated by comparing sources.
Conclusions and implications: Parents use different sources for different information needs,
and evaluate information by comparing them. Healthcare professionals and parents can
support each other in locating and evaluating information including experience-based
knowledge. Healthcare professionals should guide parents in their search for information
and experience-based knowledge from peers.
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What this paper adds

In order to help parents search for and find information, it is crucial to explicitly explore their information needs, and to
guide them in getting answers. The Internet as a source of information should be acknowledged and discussed with parents.
Healthcare professionals could also encourage and facilitate peer contact, e.g. by mentioning the existence of online com-
munities or mediating personal contacts between peers, since these may provide the kind of experience-based information
that is perceived as very useful by parents.
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1. Introduction

In paediatric rehabilitation, a family-centred service (FCS) is considered best practice. This approach recognises the
important role of the family and parents in a child’s life (MacKean, Thurston, & Scott, 2005; Rosenbaum, King, & Cadman,
1992). It focuses on the competencies of parents and on developing a partnership between parents and healthcare providers
(Bamm & Rosenbaum, 2008; Kuo et al., 2012; Rosenbaum, King, Law, King, & Evans, 1998).

Although a FCS is considered best practice, there is still room for improvement (Bamm & Rosenbaum, 2008; Graham
et al., 2006; MacKean et al., 2005; Siebes et al., 2007). In order to empower parents in the care process, they should have
knowledge, skills, and opportunities enabling them to take a more active role in the process (Koren, DeChillo, & Friesen,
1992). Information provision is widely regarded as a crucial determinant of parents taking an active role in the care process
and in decision-making (Hummelinck & Pollock, 2006; Jackson, Cheater, & Reid, 2008; Raats, van den Brink, & de Wit, 2013).

Having a child with a disability can have a great impact on the parents and the family as a whole (Rentinck, Ketelaar,
Jongmans, & Gorter, 2007). Families will have many questions, and a huge need for information. This could be information
about the diagnosis, prognosis, and therapeutic options, but also matters like how to make use of available services, how to
find information about suitable leisure activities, how to deal with financial issues, how to manage daily care tasks in the
family, and how to raise a child with a disability and his/her siblings (Bailey, Blasco, & Simeonsson, 1992; Hendriks, De Moor,
Oud, & Franken, 2000; Palisano et al., 2010; Piskur, Beurskens, Jongmans, Ketelaar, & Smeets, 2015).

The literature clearly shows that these needs change over the years (Hummelinck & Pollock, 2006; Nordfeldt, Angarne-
Lindberg, Nordwall, & Krevers, 2013; Pain, 1999). New needs arise in new situations associated with the child growing up
and entering new life stages with the phase of the child’s development, with changing family situations and/or with changing
healthcare options (Nordfeldtetal.,2013; Pain, 1999; Sloper & Turner, 1992).Evidence suggests that not all of the information
needs of parents of children with disabilities are being met (Huber, Dietrich, Cugini, & Burke, 2005; McDowell, Duffy, & Parkes,
2015; Palisano et al., 2010; Sloper & Turner, 1992). In previous studies, parents reported that healthcare professionals were
doing a good job of providing respectful, comprehensive services in partnership with families, but the provision of specific
and general information was the area most commonly mentioned as needing improvement (Cunningham & Rosenbaum,
2013; Kruijsen-Terpstra et al., 2016). A specific challenge in this respect is the fact that parents often find it difficult to
pinpoint and express their information needs, as they often do not know the right questions to ask or what information is
available (Alsem et al., 2013; Hummelinck & Pollock, 2006; Jackson et al., 2008).

Another important aspect of the FCS approach is that of respecting diversity. Each family will have different needs for
information provision, at different levels (Longo & Woolf, 2014; Nordfeldt et al., 2013). The common goal in FCS care is to
tailor the information to each particular family (Bamm & Rosenbaum, 2008; Kuo et al., 2012; MacKean et al., 2005). In order
to improve the way the information needs of individual families are met, it is important to know their needs and preferences.
Important in this respect is the timing of information provision (Jackson et al., 2008).

Internet search in general is becoming a natural part of daily life, (Eurostat, 2013) and parents frequently search for
health-related information (Dominguez & Sapina, 2015; Khoo, Bolt, Babl, Jury, & Goldman, 2008; Plantin & Daneback, 2009).
Although many parents do search online, (Anker et al., 2011; Bianco et al., 2013; Dominguez & Sapina, 2015; Glynn, O’'Duffy,
O’Dwyer, Colreavy, & Rowley, 2013; Huber et al., 2005; Khoo et al., 2008; Pehora et al., 2015) the literature suggests that
online health information is not routinely discussed between doctors and parents (Bianco et al., 2013; Dominguez & Sapina,
2015), and it is difficult for parents to evaluate the health information they find on the Internet (Pehora et al., 2015).

The Internet is regarded as complementary rather than substitutive to formal healthcare (Bianco et al., 2013; Suziedelyte,
2012). Online information, together with information from healthcare providers, can empower patients or parents to make
decisions (Bartlett & Coulson, 2011; Jackson et al., 2008; McMullan, 2006). The paediatric rehabilitation literature shows
the need for information, but it is not clear how these parents of children with disabilities try to fill the information gaps.
This knowledge is of great importance for improving the provision of information, so as to create conditions for an equal
partnership between parents and healthcare professionals.

The aims of the present study were to explore experiences of Dutch parents of children with disabilities as regards
their information needs, and to describe the process of seeking and evaluating information and the different sources of
information.

2. Methods
2.1. Design and study sample

In this study we used qualitative research methods, based on the thematic analysis approach (Braun & Clarke, 2006).
Parents were asked to participate in semi-structured interviews.

Beforehand, we expected that 10-20 interviews would be necessary to reach data saturation. Parents were recruited using
multiple strategies, approaching them via paediatric rehabilitation healthcare professionals from different rehabilitation
centres in the Netherlands (e.g. therapeutic toddler groups), and inviting them to participate via the websites and Twitter
accounts of De Hoogstraat Rehabilitation and BOSK, the national organisation for persons with disabilities and their parents.
Eventually, the request for participants also reached private Facebook groups, e.g. “Ouders van kinderen met CP” (parents
of children with CP), in the Netherlands.
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Inclusion criteria were being a parent of a child between the ages of 1.5 and 21 years with a physical disability, regardless
of the severity or nature of the disability. Parents had to agree to an interview of approximately one hour by giving informed
consent. Parents were excluded if they were unable to communicate in Dutch.

The study design was approved by the Scientific and Ethics Committee of the Centre of Excellence for Rehabilitation
Medicine De Hoogstraat Rehabilitation Utrecht, The Netherlands.

2.2. Data collection

Data were collected between January and May 2015. One or two interviewers conducted each of the face-to-face inter-
views. The interviews were held at a location of the parents’ choice, e.g. at the families’ homes, at the rehabilitation centre,
at a nearby hospital or at the school the child was attending.

The interviewers were guided by a topic list. The main topics for the interview were “information needs”, “searching for
and finding information and sources of information” and “evaluation and interpretation of information”. In order to create
an open atmosphere, the interview started with an open question in which parents were asked to describe a recent situation
in which they had a question and describe the strategy they used to get their question answered. This was followed by more
in-depth open questions.

Each interview was recorded and the interviewer took notes. Each interview lasted 50-65 min.

2.3. Data management and analysis

The interviews were audiotaped and transcribed verbatim. The data were imported into the NVIVO 10 software program
to facilitate the data analysis. In view of the exploratory aim of the study, we used a thematic analysis approach. The data
were coded and analysed independently by two researchers (MA and FA), using open coding, followed by axial coding
using a constant comparative approach. Discrepancies were discussed between MA and FA. Themes were identified based
on the relationship between codes and the frequency with which they were mentioned. New codes and themes were
identified throughout the period of data analysis, and data were continuously re-examined. Themes were discussed by three
researchers (MA, FA and MK). After 13 interviews, no further new themes or strategies emerged, so data saturation had been
achieved. The last two interviews were used to confirm and verify the themes found in the first 13 interviews.

3. Results
3.1. Participants

A total of 15 interviews were held. Thirteen mothers and two couples participated, ranging in age from 26 to 58 years.
Most parents preferred the interview to be held at their home. Child characteristics show there was a great diversity of
diagnoses and abilities. The children were aged 3-20 years. Rare disorders included genetic syndromes and metabolic and
mitochondrial diseases. Seven children were below the age of 4 years and thus not expected to be independent in personal
care. Nevertheless they needed more assistance than their healthy peers. Characteristics can be found in Table 1.

Within the 3 topics that were explored in the interviews, axial coding identified several themes (Table 2). In addition, a
bigger, overarching theme was identified: the process of empowerment.

3.2. Process of empowerment

Parents described how, in the course of the process of finding information, they became increasingly able to find infor-
mation themselves, to address questions to the right person and to take a more directing role during consultations with
professionals. At first, parents had difficulties formulating needs and finding information. “Because it's about nutrition, it's
about brains, it’s about muscles, it's about mitochondria, it's about, well, in those early months it’s a mish-mash of everything” -
(#8) As the children grew older, the parents found it easier to assume control: “Now I have more time to take the initiative,
like applying for medical transportation”, “[Your life] is being taken over, [.] but now we are taking control again.” - (#13).

“Apparently you have to go through those experiences, to be able to stand up to a doctor and say no” - (#6) and “from experience
we knew which diagnostic tests we wanted. Now we were the ones to decide what happened to our son, not the doctor.” — (#8). The
process seemed to be influenced by many factors, e.g. time after diagnosis, sense of self-control on the part of the parents and
getting used to the role of being a parent of a child with a disability. Moreover, the pace and course of this process depended
on individual factors. The process of developing the motivation and ability to be involved or participate in decision-making is
called empowerment. Empowerment for parents thus constitutes a process in which information plays a major role, next to
factors such as time and experience. The following paragraphs describe this process further as an overarching theme across
all topics.
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Table 1
Interview characteristics.

Number of interviews: N=15 N=

Participants

Mothers 13
Couple (Father and mother together) 2
Parents’ age, mean (range) 38.5 (26-58 years)
Location of the interviews
At home 9 60%
At rehabilitation centre 2 13.3%
At school 2 13.3%
At nearby hospital 1 6.7%
Other 1 6.7%
Recruited through
Therapeutic toddler group 3 20%
Private Facebook community 1 6.7%
Open Facebook community 5 33.3%
Newsletter of school 3 20%
Doctor’s appointment 2 13.3%
Mailing list 1 6.7%
Children’s age
1-3 years 7 46.7%
4-12 years 6 40%
13-21 years 2 13.3%
Children’s diagnosis
Cerebral palsy, GMFCS? 2-5 6 40%
Rare syndromes 5 33.3%
Other® 4 26.7%
Children’s walking
Independent without aid 5 33.3%
Independent with aid 3 20%
Dependent 7 46.7%
Children’s personal care
Needs some help® 5 33.3%
Needs much help 6 40%
Total dependence 4 26.7%
2 Gross Motor Function Classification System.
b e.g. metabolic disorders, developmental disorder of unknown origin.
¢ More help than expected for the child’s age.
Table 2
Topics and Themes.
Topic Theme Key finding
Information Needs - Trigger for needs - Questions change over time and vary
- Changing needs greatly between parents
Information Seeking - Types of information - Difference between ‘professional’
- Information from information and experience-based
healthcare professionals information
versus experience-based - Source depends on type of question
information
- Online sources and
communities
Interpreting Information - Preferred sources - Information from different sources
- Comparing sources compared for trustworthiness

3.3. Information needs

Many participating parents had difficulty finding the information they needed. Parents of children with rare conditions in
particular had a hard time finding information about their child’s condition (#9, #11). There was much individual variation
in the parents’ information needs: “When my child was just one year old, I already wanted to know about special needs schools”
- (#2) and “not too much [information], otherwise you might worry too much” - (#1).
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These information needs were often triggered by a particular experience, situation, or other factors. A question could
arise at home: “searching for a walking aid, because our daughter wants to walk” - (#2) or “the buggy doesn’t suffice, how will
we solve this problem” - (#1), or an idea could be put forward by other parents in a similar situation “I should remember this
for when she is the appropriate age” - (#10) or after a meeting with a healthcare professional “the idea was brought to our
attention during an outpatient consultation” - (#12). These triggers functioned as a starting point for parents to formulate
their specific needs, after which they could start searching for answers.

Information needs also changed over time in relation to the age of the child, the time since diagnosis and practical
transitions. “Of course each parent goes through a different process. We knew immediately when our child was born that she had
a disability, while some people only find out their child is different from other children when she’s 9 years old. — (#2) ‘When they’re
still small, you get more assistance, but as they grow up, the relation with the hospital changes. There are fewer problems, and you
get a different sort of question’ — (#13).

“You just focus on the problems. [...] I've just come across reimbursements for transport costs, when you have to visit the
hospital a lot, you might get some money back. And as soon as that has stabilised, you start to search for the next thing you can
work on.” - (#10).

3.4. Information seeking

The parents mentioned different search strategies and preferences: “well, we searched everything [on the Internet]” - (#6)
and “I prefer talking to other parents in person” - (#7). When parents were triggered to actively search for information, most
of them appeared to search in different ways simultaneously, and to search for answers mostly from more than one source,
“ask a question at the rehabilitation centre and at the same time at the special needs contact of the community” - (#9) or “the same
question on WhatsApp, Facebook and at the school” - (#10). Asking questions enabled most parents to fill their information
and knowledge gaps. Still, some parents waited for healthcare professionals to address a subject, which may be related to
their unawareness of the available information “I said: what do I know, I need your expertise to tell me what I need to know” -
(#1) or to the fact that they did not know where to look for information “There just wasn’t any information about SDR [Selective
Dorsal Rhizotomy] on the Internet” - (#5) or because they trusted healthcare professionals to give them the information at
the right time.

Parents used different sources of information. The four main ones the parents in our study used were healthcare pro-
fessionals in general, professionals affiliated to the rehabilitation centre, institutions (e.g. government, hospitals) and peer
contact. The most frequently mentioned sources were peers and doctors.

3.4.1. Types of information

Types of information included “professional” information and experience-based knowledge. Professional informa-
tion included medical information about a child’s disability, e.g. diagnosis, prognosis, and medical therapy options, and
rehabilitation-related information, e.g. available services, different types of aids and the specific requirements of their child.
Professional information could be generally applicable, especially if found online, but could also specifically relate to the
situation of their own child. Experience-based knowledge included questions about the home situation or day-to-day care.

3.4.2. Professional medical information

Many parents were in need of medical information prior to or after a doctor’s visit. While most parents preferred to get
medical information from a doctor, some parents felt that not all of their information needs were met during a consultation
with the doctor or that additional questions arose afterwards. Institutions were also a valuable source for many parents.
Medical information was also found on websites of hospitals and rehabilitation centres, or specific websites (e.g. kinderneu-
rologie.eu). In some hospitals, especially in specialised outpatient departments, a nurse practitioner or social worker was
available for specific medical or other questions. Parents described them as approachable and accessible “She is someone
we're allowed to call at 7a.m. with questions, and she knows a lot” — (#13).

Parents reported that answers to specific rehabilitation questions were best provided by healthcare professionals affil-
iated to a rehabilitation centre or the rehabilitation departments of hospitals. Rehabilitation-related information included
information about aids and adaptations, specific physical therapies, and interventions to improve daily functioning. Since
most children entered the rehabilitation process at around two years of age, several parents indicated that they were relieved
to have finally found a reliable source of medical and rehabilitation information. “I was really happy to find the information I
had longed for so long. At the Rehabilitation centre, the therapists have so much knowledge. The way it's provided could be better,
but we got more information here than anywhere else” - (#6), “I would never have been able to state all the requirements for his
wheelchair application the way the occupational therapist did” - (#1) and “if someone could have told me sooner a rehabilitation
centre can help with walking aids, that would have saved me lots of time and frustration” — (#2). After the introduction to the
rehabilitation department, most parents were more easily able to find information directly from therapists “the therapeutic
toddler groups facilitate intensive contact with therapists, so every week you have a few opportunities to ask questions about
anything” - (#7) and from institutions “when you need to apply for aids, occupational therapists can point you in the right
direction, so next time you know what to do” - (#1).
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3.4.3. Experience-based knowledge

The term experience-based knowledge refers to information obtained through personal experience and is divided into two
categories: practical experience-based knowledge and support. Practical experience-based knowledge included practical
advice and suggestions for strategies, e.g. “we are considering a therapeutic option or aid, what is your experience”, “where
can we find a suitable hairdresser”, “what should we bring to scheduled hospitalisation”. Support comprises emotional
and personal support, e.g. finding recognition and acknowledgement and sharing feelings about difficulties and joys. The
experience-based knowledge is gathered through experiences with individual children, either by parents or by professionals.
These experiences can also be passed on by others, e.g. healthcare professionals explaining how other parents handled a
situation.

Experience-based knowledge was highly valued by the parents. This kind of information was mainly provided by other
parents and rehabilitation professionals. “professionals at the rehabilitation centre have so much knowledge about practical
things” - (#6), “other parents already went through this process with their child, because their child is somewhat older, and |
think it's good to hear their considerations” - (#12), “only peers really know what you are going through and can assist you with
practical tips” - (#4).

Some parents preferred personal contact with peers “I prefer personal contact, so I know them and their child” - (#7) while
others made contact through Internet fora or Facebook groups, “otherwise contact with parents all over the world would hardly
be possible” - (#4) or both. Many parents helped others in return, “I really valued the information from other parents, so yes,
you want to pass it on. I think it's nice I can help others as well” - (#5) and “I participated in television programs to share our
experiences and spread the information” - (#3).

An important difference in contacts with peers was mentioned: the difference between practical knowledge and emo-
tional support. “I appreciate hearing other people’s experiences, but I do not wish to hear their whole life story” - (#12), or “it’s all
about sharing objective knowledge and not talking about feelings all the time, because that’s not really my cup of tea, especially
not online” - (#5) or “it’s just really nice to know others had the same issues after the surgery and to learn from their experiences”
- (#11).

3.4.4. Online sources and communities

The Internet played a major part in information provision. All participating parents used the Internet, though to different
degrees. The use of the Internet as a source of information can be divided into searching for information on different websites
and making contact with other parents. The Internet was used as a medium to find different sources. Websites were usually
found through Google, while Facebook was mentioned most when it came to contacting peers.

Although all parents used the Internet to search for information, only a few talked about it with their doctors or asked
for advice about reliable websites. Two parents actually reported that doctors had advised them not to search the Internet
for information, “telling me not to search for information online, that’s an outdated view; of course I still searched the Internet” -
(#4) and “just that one website I was supposed to look at, the doctors said, and although sometimes I am very curious, so far I've
abided with that” — (#7).

Most parents preferred a closed Internet community without professionals or people who do not belong to the target
population, “not all my Facebook contacts need to know what I write in the community” — (#5), “if it weren't a closed community,
I don’t think I would tell my story” — (#11), “I wouldn’t post a comment if it wasn’t a closed Facebook community” - (#4) and
“the fact that it’s closed is essential for our group” - (#6). Other respondents did not mind so much, but they mainly referred
to open communities for practical information only.

3.5. Interpreting information

Parents chose specific sources for different kinds of information and in general rated their value accordingly. Medical
information was considered most valuable when it came from healthcare professionals, while practical experience-based
knowledge was preferably obtained from other parents or rehabilitation professionals.

Animportantaspectis that most parents used multiple sources. This included comparing different websites to evaluate the
content “I searched different websites, and if the information matches, it’s probably true” - (#6), but also comparing information
from different healthcare professionals: “with the information I got from the physiotherapist, I went back to the rehabilitation
centre” - (#1) or information from two different kinds of sources: “the idea I got from Facebook, and then I went to the
occupational therapist” — (#4), “I saw something on Facebook about reimbursement for diapers. Later I searched the insurance
website to see if I could benefit from such an arrangement” - (#10).

In evaluating Internet sources it was also important for many parents that a website was linked to an official institution,
for instance the government, rehabilitation centres or hospitals, “if the website of a hospital displays the information, it must be
true” — (#11), “I only click on a website with a formal URL, a website linked to a known authority [when searching with Google]”
- (#7) or “I only trust the official site of the government, as far as reimbursements go” — (#6). Some parents also mentioned that
they used their gut feelings to assess the value of Internet content. “well, my gut tells me whether I can trust the information
ornot” - (#2).



M.W. Alsem et al. / Research in Developmental Disabilities 60 (2017) 125-134 131
4. Discussion

This qualitative study investigated information needs, the process of searching for information and the way this infor-
mation is evaluated among parents of children with disabilities. Although differences between participants were found,
there were also many similarities. In general, when parents were triggered to actively search for information, most of them
appeared to search in different ways simultaneously, and to seek answers mostly from more than one source. Parents evalu-
ated the different sources by comparing the information they provided. Information was obtained through personal contacts
or online. Parents highly valued “experience-based knowledge”, information based on individual experiences of peers or
professionals.

The process of searching for, obtaining and sharing information supports parents in getting things done and taking a
more active role in decision-making, which is part of the process of empowerment (Fumagalli, Radaelli, Lettieri, Bertele, &
Masella, 2015). Getting information and going through experiences equipped parents with the skills and motivation to take
matters into their own hands.

It is the task of healthcare professionals to ensure that parents feel sufficiently informed to participate in decision-
making. Knowledge about the strategies parents use and the importance of other sources could assist these professionals in
providing information. Recognising the role played by the Internet and other parents in this process is vital to understanding
the parents’ information-seeking process.

4.1. Comparing findings with previous literature

As was expected on the basis of earlier research, parents in our study had many information needs (Alsem et al., 2013;
Huber et al., 2005; McDowell et al., 2015; Palisano et al., 2010; Sloper & Turner, 1992). These needs were not all being met,
and all parents in our study described how new needs kept arising with changing situations, successive stages of disease
trajectories and increasing age, which is in accordance with what has been reported in the literature (Hummelinck & Pollock,
2006; Nordfeldt et al., 2013; Pain, 1999; Sloper & Turner, 1992). In this process of changing needs, parents also change their
information seeking strategies (De Rouck & Leys, 2013). Thus, information seeking and finding is a dynamic process, differing
between parents and varying over time (Plantin & Daneback, 2009).

Parents of young children consume vast amounts of information, with experience-based information playing an impor-
tant role (Plantin & Daneback, 2009). We found that parents preferred different sources for different types of information,
which they reached in different ways, e.g. in person or through the medium of the Internet (Jackson et al., 2008). Previous
studies have reported that parents of children with various conditions mainly obtain medical information from doctors, and
experience-based information and support from peers through social networks (Gabbert, Metze, Buehrer, & Garten, 2013;
Jackson et al., 2008). Furthermore, parents compared information from different sources to establish reliability (Jackson
et al., 2008).“This is in line with our findings in this population.

The parents in our study made it clear that they were not just passive consumers of online health content; they were
active producers as well. Online communities were increasingly being used as venues for the exchange of information and
advice. This was also found earlier with different parent groups (Fox, 2011; Gage & Panagakis, 2012; Hether, Murphy, &
Valente, 2014; Plantin & Daneback, 2009). The importance of online communities, especially closed fora, was striking. Being
able to talk to other parents in a similar situation is valuable for most parents with a child with a disability (Hendriks et al.,
2000; Pain, 1999). Fora such as Facebook thus provide opportunities for exchanging information. Not only searching, but also
sharing information is regarded by parents as important and a way to help others. Since this is mostly personal information,
parents prefer closed groups for this.

Information coming from institutions was mentioned as a reliable and valuable source by many parents in our study.
Other research has shown that websites of government-certified (Grewal & Alagaratnam, 2013) and academic institutions
(Kulasegarah, Harney, Walsh, & Walsh, 2012) are trusted more than other sites. It is important to realise that Internet users
rarely browse past the first few hits (Eysenbach & Kohler, 2002) and judge information primarily on the basis of design
features, (Sillence, Briggs, Harris, & Fishwick, 2007) and that prominent search engine ranking does not guarantee reliability
of information (Tavare, Alsafi, & Hamady, 2012). Guidance should be provided on how to find reliable information. Most
parents in our study compared the information found on the Internet with information from other sources, in order to
appraise its reliability. In general, however, the parents used no systematic method to appraise reliability.

In clinical practice, the challenge will be to tailor the information provision and guidance to each individual family in
the context of a FCS (Bamm & Rosenbaum, 2008; Kuo et al., 2012; Kuo, Frick, & Minkovitz, 2011; Longo & Woolf, 2014).
Professionals need to realise that parents have individual information needs, and that they use different sources of informa-
tion to support them in making decisions (Jackson et al., 2008). The individual nature of information needs makes timing of
information provision by professionals crucial in the process of empowerment.

4.2. Strengths and limitations
Although some of the findings in our study had been described before by studies in other populations, the role of infor-

mation in the process of empowerment of these parents, and the important role of experience-based information, had not
been described before.
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One strength of the qualitative semi-structured interviews we used was the possibility of discovering new information in
this specific population. Open questions concerning information needs gave us the opportunity to examine the experiences
of parents and learn from them. The methodology enabled the parents to mention information that was important to them,
rather than comprehensively covering all the information they had received. The data were therefore possibly biased, but
reflect the parents’ agenda and needs.

Limitations of the study include the selection process. The participating parents were recruited through multiple strategies
and in different regions of the Netherlands, but mainly via online channels. The parents in this study all used the Internet
as a source of information, and might thus form a biased sample. In the general population, the use of the Internet differs
between parents, and social class, income, and education play a role in the degree of Internet use (Plantin & Daneback,
2009). The role of the Internet might thus have been overestimated in our study. Moreover, there could be differences in
information-seeking behaviour between parents of different educational levels and/or other family characteristics. In this
study we did not differentiate between these characteristics.

The children in our sample had a variety of diagnoses and ranged in age from 3 to 20 years. However, parents of children
with rare conditions were relatively over-represented. Also, most of the parents had children with congenital disabilities;
parents of children with acquired disabilities (e.g. trauma) may have different search strategies.

Finally, the 15 parents participating in the interviews included 13 mothers and two couples of mother and father, which
may make generalisation across families difficult, although most mothers expressed greater information needs than their
spouses and therefore spoke for the whole family. This was also found in earlier studies among mothers and fathers of young
children (Plantin & Daneback, 2009).

5. Conclusion

Parents of children with disabilities had varied and continuously changing information needs and questions. There is
an important difference between ‘medical’ or ‘professional’ information and ‘experience-based’ information. Parents use
different sources for different types of information. Medical information was mostly sought from healthcare professionals
and on the internet. ‘Experience-based’ information is mainly exchanged with peers, in person as well as through the internet.
Information was commonly assessed by comparing multiple sources, e.g. different websites and experiences of peers and
healthcare professionals.
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