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Abstract

Families with children who have access and mobility challenges, chronic illness, or intellectual 

or developmental disabilities require targeted messages before, during, and after disasters to 

ensure that they understand risks to their children’s health and can take measures to avoid harm 

and build resilience. A scoping review was conducted to assess current evidence for optimal 

ways to address the disaster information needs and communication preferences of families with 

children and youth with special healthcare needs. The disaster information needs of such families 

remain understudied, with few published evidence-based practices. Much of the relevant research 

focuses on information content, specifically the preparedness needs of these families; disaster 

recovery information for them remains a major gap. The few studies that have been performed 

suggest that parents with children and youth with special healthcare needs require additional 

information, education, and training to develop an effective disaster preparedness plan for their 

children. They are also largely unaware of schools’ disaster plans, and schools are often unable 

to meet parents’ expectations for timely, accurate information during a disaster. Several guidance 

documents highlighted the importance of completing an emergency information form before an 

event. Several studies suggested that one-on-one education or counseling was a strategy for 

encouraging preparedness planning; others highlighted potential value in incorporating families 

directly into disaster risk reduction planning. Evidence about channel preferences and their 

effectiveness in this population was generally lacking. Future studies should expand the evidence 

basis for optimal communication during all disaster phases both with parents of children and youth 

with special healthcare needs and with children directly.

Keywords

Public health preparedness/response; Risk communication; At-risk populations; Children and 
youth with special healthcare needs

CHILDREN AND YOUTH with special healthcare needs, including access and mobility challenges, 

chronic illness, and intellectual or developmental disabilities, are at high risk for severe 

health consequences in the wake of disasters. An estimated 200 million children worldwide 

experience some form of disability.1 In the United States alone, roughly 20% of 

households have a child with special healthcare needs, equating to roughly 11 million 

children.2 Children with medical complexity—defined as children with chronic, severe 

health conditions and major functional limitations—account for over one-third of pediatric 

healthcare costs, mostly arising from inpatient care.3 A nationwide survey found that nearly 

50% of children with a disability require at least 5 or more specific healthcare services 

or have specialized medical equipment needs.4 These children are at high risk for severe 

outcomes during disasters.
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Despite the vulnerabilities of this population, research on children with disabilities is lacking 

in the area of disaster preparedness and response.5,6 Research to date has focused largely 

on children in general, or adults with special healthcare needs, seldom focusing on the 

unique needs of children and youth with special healthcare needs.1 Additionally, when 

this population has been studied, families of these children and youth have been found 

to be no more prepared for disasters, and less so in some cases, compared to the general 

population.2,7 This is particularly concerning given that children and youth with special 

healthcare needs are more vulnerable to the effects of disruptions in electrical power and 

running water and interruptions in access to medications. They are also more likely to have 

communication challenges that complicate taking protective actions when necessary.8,9 As a 

result, families with children and youth with special healthcare needs have unique disaster 

information requirements that must be met to ensure that they understand the risks to their 

child’s health and can take measures to avoid harm and build resilience. However, little is 

known about the communication needs during disasters of vulnerable individuals and their 

families.10

To address this gap, we conducted a scoping review of the literature to identify the current 

evidence for optimal ways to address the disaster information needs and communication 

preferences of families with children and youth with special healthcare needs. The scoping 

review framework, which provides a systematic search methodology while allowing for a 

broad range of evidence, allowed us to both summarize and disseminate relevant research 

findings, as well as to identify research gaps in the existing literature.11 Our review 

examined the current evidence to date, based on research performed with families and 

stakeholders, systematic literature reviews, and expert opinion. This article describes the 

findings with respect to communication with parents and other stakeholders and with direct 

communication to children with differing health challenges.

METHODS

To identify published peer-reviewed literature related to the disaster information needs of 

families of children and youth with special healthcare needs, we began with a search of 5 

relevant indexed databases: CINHAL, PsychINFO, PubMed, Scopus, and Web of Science. 

We developed a keyword search string (see Figure 1) and adapted the search to each 

of the 5 databases. The development of the search string was an iterative process, and 

additional terms were considered for inclusion in the search. For example, we considered 

including disaster-specific keywords (eg, pandemic, earthquake, hurricane, etc), but we 

found that, although new articles were added to the sample, none fit the inclusion/exclusion 

criteria required to fit the final sample. Thus, these terms were not included in our final 

search string. Keywords such as “emergency room” and “emergency department” were also 

excluded from the search because of the large number of false-positives (ie, articles that 

did not meet the inclusion criteria) they generated. Our search did not include any date 

restrictions.

We anticipated that evidence would also exist outside of peer-reviewed literature, and we 

supplemented the initial search to capture relevant grey literature. We conducted searches 

in Google and the National Library of Medicine’s Disaster Lit Database, using keywords 
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from our initial search string. Additionally, we searched the websites of relevant government 

agencies, emergency preparedness research centers, professional societies, and community-

based organizations. Every organization whose website we searched was US-based, except 

the United Nations Office for Disaster Risk Reduction and the World Health Organization.

Inclusion criteria were developed prior to screening. Inclusion criteria stated that the article 

must: (1) be available in English; and (2) address some aspect of the disaster information 

needs of children with special healthcare needs, including content, channel, and/or source 

preferences. Exclusion criteria were developed after an initial review of the literature. The 

exclusion criteria stated that articles would be excluded if: (1) the article pertained only to 

adults with special healthcare needs or children in general (ie, not specific to children with 

special healthcare needs); and (2) they were in a format other than one of the following:

• Peer-reviewed journal article

• Conference presentation

• Dissertation

• Guidance document, white paper, or report from a government agency, think 

tank, NGO, or academic research center (eg, websites and blog posts were 

excluded from the final sample)

The initial search of the 5 indexed databases, completed between August 16 and October 

20, 2017, produced 1,741 unique results after duplicates were removed (see Figure 2). 

Three reviewers screened these articles based on title and abstract, searching for any content 

relevant to children and disasters; 1,648 articles did not address these broad criteria or were 

not available in English and, as a result, were excluded.

Two reviewers then conducted a full-text review of the remaining 93 articles, resulting in 

20 articles that met the criteria. When any disagreements occurred, a consensus was reached 

through discussion. Following the indexed database search, we conducted the grey literature 

search using the same inclusion and exclusion criteria. Finally, to ensure a comprehensive 

review of the literature, we reviewed the reference lists and conducted a “related articles” 

search in Google Scholar for each of the articles included in our sample. Along with the grey 

literature search, this process added 7 new articles, resulting in a final sample of 27 articles.

Articles in the final sample were reviewed and coded based on a number of categories:

• study type: original research, review article, or other (which encompassed 

guidance documents, commentaries, and expert opinion)

• type of special healthcare need on which the article focused (eg, autism spectrum 

disorders)

• type of disaster (eg, winter storm)

• phase of disaster (preparedness, response, recovery)

Articles that focused broadly on children and youth with special healthcare needs (eg, 

addressed children with different types of healthcare needs, including physical disabilities, 

intellectual or developmental disabilities, or technology or medication dependency) were 
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coded as “broad children and youth with special healthcare needs,” and articles that focused 

on disasters in general were coded as “all-hazards.” We coded for disaster phase based 

only on findings relevant to the information needs of children and youth with special 

healthcare needs, not whether a phase was considered at any point in the article. Three 

investigators (TH, EC, RD) descriptively coded each article based on its finding and key 

recommendations. These codes were then organized by themes (content, channel, and source 

preferences), which align with measures commonly used in the health information–seeking 

literature.12 Specifically, content refers to the information conveyed in a communication; 

source refers to the person or agency from which the communication comes; and channel 

refers to the mechanism or format for the communication. Summaries were produced 

for each of these themes, compared with each other, and consolidated for this review. 

Discrepancies were resolved by discussion.

RESULTS

Study Characteristics

Our search methodology and the application of our inclusion/exclusion criteria yielded 27 

articles; the dates of publication for articles in the final sample ranged from 2002 to 2017. 

Table 1 details the distribution of studies by article type. Twenty of the articles (74%) were 

from peer-reviewed journals, while 7 (26%) were grey literature, including white papers 

from nonprofit organizations, a technical report and policy statement from a professional 

society, unpublished research presented at a national conference, and a dissertation. Twelve 

of the articles (44%) described the results of original research studies, including 6 survey-

based studies, 5 qualitative studies, and 1 mixed-methods study. Three articles in the final 

sample were review articles (11%), while 12 of the articles were guidance documents or 

commentaries that did not incorporate original data (46%). With respect to article type, the 

grey literature featured the same even distribution of original research articles and guidance 

documents as the peer-reviewed literature. Most of the articles from the overall sample 

(78%) focused broadly on children with a wide range of healthcare needs. Six articles 

(22%) focused on a specific group, with 3 articles focused on children with autism spectrum 

disorders or developmental disabilities, 1 on children with cognitive or language processing 

challenges, 1 on chronic illnesses, and 1 on children with hearing impairments.

Regarding disaster type, 19 articles (70%) focused broadly on disasters in general, taking 

an “all-hazards” approach to disaster communication. Four of the articles focused on natural 

disasters, and 2 focused on terrorism. Additionally, 1 focused on an infectious disease 

outbreak and 1 on humanitarian emergencies. Most of the articles in the sample (85%) 

focused on the disaster preparedness phase (eg, planning prior to a disaster to improve 

outcomes). Twelve of the articles (44%) presented findings related to the response phase 

(eg, activities taken during a disaster to prevent injury), in which the focus was on 

communicating during a disaster. Only 3 articles (11%) provided relevant findings pertaining 

to the recovery phase (eg, actions taken after a disaster to facilitate return to normal or safer 

situation), in which the focus was on communication following a disaster. Five of the articles 

addressed disaster communications in international settings; the remainder focused on US-

based disaster communications. Of the 5 articles that focused on disaster communications 
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outside of the United States, 2 addressed communications during disasters that affect low- 

and middle-income nations. Table 2 provides a summary of all the articles included in this 

review sample, with detailed information on article type, study design (as relevant), target 

audience, and phase and type of disaster.

Thematic Analysis

Our review found few publications that presented original research or evidence-based 

recommendations on the best ways to meet the information needs of these high-risk families 

during emergencies. Much of the content in the literature referred to activities related to 

preparedness before disasters, generally with a broad, all-hazards approach that was not 

customized for children with different types of healthcare challenges. Specific findings 

related to content needs, channel preferences, and source preferences of families of children 

and youth with special healthcare needs are summarized below.

Content: Needs and Recommendations

Preparedness Education—Most of the relevant findings with respect to content needs 

and recommendations pertained to improving preparedness of families with children and 

youth with special healthcare needs. A number of studies corroborated findings from the 

broader disaster literature, indicating that these families are poorly prepared for disasters.13–

17 Disaster preparedness among families living in rural areas, with reduced access to health 

and emergency response resources, was also low, although 1 study showed that rural families 

whose children had physical disabilities were more likely to have emergency plans than 

were families with children with developmental or intellectual disabilities.18 Parents also 

identified that they were unaware of community resources that might be helpful during 

emergencies.17 As a result, preparedness education was cited as an important need for 

families of children and youth with special healthcare needs.

More specific to communication, multiple studies showed that only roughly 10% of these 

families had a family emergency communication plan—that is, a plan to reach family 

members when networks may be disrupted, including a paper copy of contact information 

for family and other key support individuals, such as doctors and service providers.14,15 

Additionally, parents were largely unaware of their child’s school disaster plan and were 

unlikely to have spoken with their child’s school or healthcare provider about a plan.17,19 

Parental expectation for immediate communication during disasters outstrips most schools’ 

ability to provide accurate, approved communication,20 and several studies highlighted the 

importance of getting information regarding school-based emergency response plans in 

advance of disasters.17,19–21 Recommendations for how best to inform parents of these plans 

included emphasizing how children will be cared for during a disaster, providing precise 

details on how parents will be reunited with their children following a disaster, and offering 

parents an opportunity to participate in disaster drills so they can familiarize themselves with 

these plans firsthand.20

Parents also expressed a need for preparedness education and training. They indicated an 

interest in a wide variety of topics, including an understanding of local emergency resources; 

strategies for discussions with schools and with their child’s healthcare providers; help 
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developing family emergency plans, with a focus on the specific needs of their child; 

strategies for approaching local emergency officials to discuss the needs of their child; 

and information on using local shelter sites.13,16,17 These findings suggest that parents, a 

key target audience in this context, recognize the need for additional education and have 

provided specific content areas on which future training efforts should focus.

Messaging and Interventions that Increase Preparedness—A number of studies 

highlighted specific ways in which information could help to address the preparedness 

education needs among families with children and youth with special healthcare needs. 

One study found that although parents wanted to complete preparedness tasks, a lack of 

knowledge about how to do so was the primary reason they were not completing these 

tasks.14 Another study conducted with rural families found that parents of children and 

youth with special healthcare needs with higher levels of self-efficacy, as measured by their 

confidence in their abilities to complete disaster-related tasks without assistance, also had 

the highest levels of disaster preparedness.18 These findings suggest that when addressing 

the need for disaster preparedness education, effective interventions are those that increase 

parents’ knowledge of specific preparedness tasks and increase their belief that they are 

capable of performing those tasks. Parents’ perceived level of social support and perceived 

ability to receive assistance from external sources (including relatives, friends, neighbors, 

community-based agencies, family doctors, and emergency medical services) were also 

tied to increased levels of preparedness, suggesting additional variables to target in future 

education interventions.18

Other studies found that providing a brief counseling session with educational materials 

led to an increase in preparedness levels. One 10- to 20-minute intervention conducted by 

trained health educators provided parents with preparedness information, including potential 

barriers that might inhibit completion of preparedness tasks and guidance for completing an 

emergency information form (EIF) with their providers, and significantly improved parents’ 

preparedness levels.15 Another intervention provided parents with a disaster starter kit that 

included supplies and handouts with preparedness information, including a blank emergency 

information form and instructions for how to complete it. Following the intervention, 

79% of families had completed an emergency information form, compared to only 43% 

beforehand.13 While sustained and ongoing efforts may be necessary to ensure that families 

of children and youth with special healthcare needs are prepared for disasters, each of 

these interventions points to efficient and effective ways to increase disaster awareness and 

preparedness.

The emergency information form is an important component of preparedness for families 

of children and youth with special healthcare needs and has been used by many 

interventions.22–25 A completed form provides a summary of a child’s medical conditions, 

medications, and special healthcare conditions in order to optimize the provision of 

emergency medical care by a provider who is not familiar with the child’s medical needs.22

In addition to facilitating the communication of complex medical management 

considerations, completing the emergency information form can initiate the process of 

preparedness planning for families, allowing pediatricians to educate them on power-loss 
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contingency plans, medication supply and medical equipment maintenance, and how 

household members can assume the role of in-home healthcare providers when necessary.23 

Similar frameworks that could be tailored to the unique needs of individual families were 

also mentioned, including individual emergency and evacuation plans.26,27

Another area of focus was an emphasis on the need to incorporate children and youth 

with special healthcare needs themselves into the development of content intended to 

help them and their families prepare for disasters. Children with disabilities are often not 

included in emergency planning or training, as these initiatives are typically aimed at adult 

caregivers, including parents and teachers.16,28 A number of studies cited the need for 

tailored content for children, including ability- and age-appropriate resources,25,29,30 and 

the importance of input from children in the development of this content.28,31 Suggestions 

included involving children and youth with special healthcare needs in school-based 

drills and exercises32 and including them in the design, review, and dissemination of 

communication materials.33 Children with both intellectual and physical disabilities who 

engaged in pre-event emergency preparedness planning have demonstrated good awareness 

of natural hazards and self-protective actions for disasters.31 A common theme from the 

literature was that communication interventions should be targeted to the unique needs of 

children and youth with special healthcare needs,28–32 and input from children themselves 

could help in this regard. Table 3 summarizes the content needs as well as preferred channels 

and sources for providing preparedness-related information for families with children and 

youth with special healthcare needs.

Content for Response and Recovery: Communicating Directly—While most of 

the literature focused on the disaster preparedness phase, some findings were relevant to 

the response and, to a lesser extent, recovery phases. Findings pertaining to the response 

phase centered around the need to communicate with children with specific disabilities 

during disasters. One study examined the 2015 Nepal earthquake and found that information 

provided during the event was not inclusive of children with disabilities; the study stressed 

the need for more targeted and accessible information.34 Recommended practices for 

children with communication challenges such as autism,26,29 hearing impairments,26,35 

and visual impairments26 included use of specific alerting devices; visual depictions 

of appropriate behaviors and response activities, including the use of communication 

boards; creating “social stories” that reinforce appropriate behaviors during disasters; and 

encouraging children to carry “in case of emergency” cards that instruct responders and 

others in how best to communicate with them.20,34

Table 4 summarizes recommendations for communicating with children and youth with 

special healthcare needs during disasters, abstracted from the articles in this review. For 

the most part, the audiences for these recommendations are parents, caregivers, schools, 

and teachers who work directly with these children before, during, and after emergencies. 

However, they are relevant for health and social service professionals as well as emergency 

response organization representatives who are engaged in emergency preparedness and 

response activities that involve children and youth with special healthcare needs. Content 

related to communicating post-disaster was relatively sparse but focused on ways to address 

the mental healthcare needs of children and youth with special healthcare needs following 
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a terrorism event, including helping students feel safe and learn how to cope with their 

emotions.16,26,36

Preferred Sources

Studies cited a variety of important sources of disaster information for families of children 

and youth with special healthcare needs. In a number of studies, primary care providers 

were suggested as effective sources of disaster information for these families,23,25 including 

as a source of preparedness education and disaster planning.13,24,37 With respect to 

preparedness training needs, parents of children with autism indicated that they wanted 

to receive emergency preparedness training from autism specialists, school personnel, and 

representatives from local government.19 Occupational therapists were also identified as 

potentially effective sources of information for children and youth with special healthcare 

needs for emergency evacuation planning, particularly for children with access and mobility 

as well as behavioral challenges.27

Schools were cited as an important source of information for families of children and youth 

with special healthcare needs, across all phases of disasters. Several studies in this review 

identified schools as key venues to provide education and training in disaster preparedness 

to these families. School-based preparedness planning, including exercises and drills 

that engage children and youth, have been used successfully to improve preparedness.32 

Additionally, school nurses and childcare health consultants were cited as important sources 

of information who can assist schools, childcare facilities, and parents in planning what 

to do during an emergency.30 During disasters, schools serve as an important source of 

information for both children and their parents and caregivers.21 Teachers, including those 

devoted to special education, were found to be effective providers of information to parents 

during disasters and effective providers of emotional support to children and youth, helping 

to make them feel safe during disasters and to recover following disasters.16 Additionally, 

locating mental health services in school facilities in the wake of disasters may help to 

normalize these services and lessen stigma associated with using them.16

Preferred Channels

A number of channels were mentioned, both as a means to deliver pre-event training and 

education as well as a mechanism to communicate with parents and caregivers during 

disasters. Customized one-on-one education sessions to promote preparedness have been 

effective, particularly when accompanied by interventions such as providing emergency 

supplies and assisting with the completion of emergency information forms.13,15,38 In 

surveys on preferred preparedness training formats, families with children and youth with 

special healthcare needs indicated preferences for combined online/in-person strategies 

(group) and receiving training in schools with other parents and in combination with DVD 

viewing.17,19 One author speculated that the preference for in-person training in group 

sessions might reflect the importance of parent-to-parent mutual support and the value of 

connecting with parents who have similar challenges.17

During disasters, mass media (eg, television, radio) have been the traditional channels used 

to convey information, but they may not be effective in reaching families with children and 
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youth with special healthcare needs.38,39 One study interviewed leaders of organizations 

who cared for such children and youth during a 2014 winter storm and found that media 

outlets had limited capacity to provide sufficient detail related to facility closures to parents, 

which led to confusion among families.39 The same study cited the use of social media 

by hospitals and schools to respond to questions, request needed supplies, and reassure 

families that their children were well cared for by posting photographs of children eating 

and engaging in activities. Another article cited the effectiveness of an emergency messaging 

platform that enabled schools to send real-time alerts to parents via email and SMS texts 

during the H1N1 outbreak.21 The importance of communicating across multiple formats in 

order to increase the likelihood that families receive the information was also mentioned.34 

Though these findings suggest the potential of a number of channels, evidence about channel 

preferences and the effectiveness of specific channels was generally lacking for families 

with children and youth with special healthcare needs.

DISCUSSION

The objectives of this scoping review were to summarize and disseminate the research 

findings and expert recommendations for communicating with families who have special 

healthcare needs in the context of disasters, and to identify research gaps that can be 

addressed in this area. Fewer than half of the 27 articles in our sample reported on 

findings from primary data collected from families, children, and other stakeholders in 

the special healthcare needs community; the remaining articles summarized reviews of 

published literature or expert opinions regarding their communication needs and preferences 

during emergencies. Thus, there is little evidence for the optimal ways to communicate 

with families with children and youth with special healthcare needs during disasters. The 

findings from the few relevant research articles need to be corroborated by additional studies 

that define outcomes and focus on the impact of communication during all phases of 

disasters. Most articles identified in this review focused specifically on preparedness-related 

information for “all-hazards,” and they were directed broadly to children with a wide 

range of special healthcare needs. The optimal communication content, preferred sources, 

and channels necessary to reach families and children with different types of disabilities 

remain understudied. Moreover, all but 2 of the articles in this review addressed disaster 

communications in high-income countries, mainly in the United States. Our findings may be 

less relevant to low- and middle-income countries, which bear the brunt of most disasters 

and where access to new communication technologies and health system infrastructure may 

be more limited.

Our review identified that families believe they need better information related to how to 

prepare for disasters. Successful efforts to improve emergency preparedness for families 

with children and youth with special healthcare needs have involved one-on-one sessions 

with educators who assist with completion of emergency information forms—a major 

component of preparedness planning for children and youth with special healthcare needs

—and demonstrate the need to improve caregivers’ knowledge and self-efficacy with 

respect to preparedness tasks. The literature also identifies examples of specific content 

about which parents desire more information and training, providing important insight for 

future communication interventions. Healthcare professionals and service providers who are 
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familiar with a child’s specific medical needs have great potential to serve as trusted sources 

of information and effective advisors for families with children and youth with special 

healthcare needs. Family-centered care coordination that occurs through medical homes that 

provide interdisciplinary and enhanced care to children with complex medical needs may be 

optimal settings to provide emergency planning support for these families and to customize 

communication plans, evacuation plans, and other important preparedness activities.40–42 

Emergency response organizations that serve these populations might collaborate more 

closely with trusted professionals as they work to improve the preparedness of at-risk 

children and increase their capacity to reach families during emergencies. Additionally, 

while parents and caregivers represent a primary audience for disaster information in this 

context, the literature also demonstrates the need to involve children and youth with special 

healthcare needs in preparedness planning and education, a strategy that has not occurred 

often to date but that shows promise in addressing the overall lack of preparedness in this 

population. Studies are needed to assess effective ways to accomplish these activities and to 

assess their impact.

Given the amount of time that children spend out of home and in childcare and school 

settings, our findings that schools are recognized as important sources of emergency 

preparedness information is perhaps not surprising. Families identified that they needed 

more information about their children’s school emergency plan and generally have 

high expectations for school-to-parent communication during emergencies. However, 

studies have shown that school and childcare center disaster plans are typically neither 

comprehensive nor inclusive of children and youth with special healthcare needs.6,43–45 

Thus, schools should be assured of sufficient resources to improve their capacity to meet the 

needs of these families before, during, and after disasters.

Limitations

There are several limitations worth noting in this review. Studies were included only if they 

were written and published in English. It is thus possible that some relevant publications 

may have been excluded. However, our review used a broad approach to capture published 

literature in 5 structured databases that encompass literature in the health sciences, as well as 

grey literature relevant to this area.

Second, our focus on literature that specifically addressed the disaster communication needs 

of children with special healthcare challenges also narrowed the sample; the number of 

actual research studies with evidence-based recommendations for this population were few, 

and the total number of participants in the surveys, interviews, and focus groups that were 

reported here reflect a very small percentage of the families and children with special 

healthcare needs in the general population.

Finally, it is important to note that the majority of research included in this review was 

not focused primarily on the information needs of families with children and youth with 

special healthcare needs, but instead focused on their general needs during disasters. This 

contributed to the relative lack of relevant findings pertaining to the specific emergency 

communication needs of these families.
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Research Gaps and Suggestions for Future Studies

A common theme from the literature was that communication interventions should be 

targeted to the unique needs of children and youth with special healthcare needs.28–32 This 

group represents a diverse audience with unique healthcare needs, and, as a result, they have 

unique information needs during a disaster. Similarly, natural disasters pose different risks 

than pandemics or terrorist events, and each phase of a disaster requires that different types 

of information needs be met. Despite this, most of the existing literature focuses broadly 

on all children with disabilities and on disasters in general and focuses primarily on their 

preparedness needs. Additional research is needed to better understand the needs generated 

by particular disabilities and contexts so that targeted interventions for children and youth 

with special healthcare needs can be developed for different disaster situations and across 

all phases of the disaster lifecycle. In particular, children with technology dependence or 

physical disabilities have different needs than children with communication challenges or 

intellectual disabilities; these differences will likely affect both information content and 

channels during disasters.

This review identified several specific gaps with respect to the content, source, and 

channel preferences of families with children and youth with special healthcare needs. 

The information and specific messages needed during the pre-event or preparedness phase 

of disasters have received the most attention, but additional work is required to address 

specific concerns of families whose children have different types of disabilities. Knowledge 

of their content needs and information preferences as disasters are unfolding and during the 

recovery phase remain a significant gap. Studies that explore these needs during different 

phases of disasters would allow emergency response organizations and healthcare and other 

professionals to meet them in a more targeted fashion, and perhaps more effectively.

With respect to sources, while many articles point to the potential of healthcare providers as 

trusted sources of information, there is also a need to identify the capacity of these providers 

to communicate with patients before, during, and after disasters. Specifically, do they have 

the knowledge required to convey critical information, and do they have the technological 

resources necessary to reach families? Additionally, there were few articles in this sample 

that addressed optimal platforms for communicating with families with children and youth 

with special healthcare needs. Several studies suggested that mass media is less effective for 

this purpose and demonstrated the potential of social media channels and text messaging 

systems, particularly from trusted sources. However, additional research is needed both in 

terms of the effectiveness of these channels in reaching families of children and youth with 

special healthcare needs during disasters and regarding channels that these families prefer to 

use before, during, and following disasters.

More evidence-based research is needed that is explicitly devoted to the information 

needs and information-seeking behaviors of families with children and youth with special 

healthcare needs before, during, and after disasters. Related areas of research may provide 

an effective blueprint for better understanding these information needs. For example, there 

is considerably more published literature and a more robust evidence base for optimal 

communication practices for meeting the health information needs of families with children 

and youth with special healthcare needs outside of the disaster context. These studies 
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focus explicitly on the information-seeking behaviors of these families and suggest that 

healthcare providers and peer networks are trusted sources of information46–48 and that 

the internet, including online forums and social media channels, are important channels 

for both information and social support.49,50 Future research should explore whether these 

preferences apply to families with children and youth with special healthcare needs during 

emergencies.

CONCLUSION

The disaster communication and information needs and preferences of families with children 

and youth with special healthcare needs remain understudied. Targeted communication 

before, during, and after disasters has the potential to improve their preparedness and overall 

outcomes. This review suggests that healthcare providers and schools are important sources 

of information for these families before and during emergencies and that they can facilitate 

key preparedness activities such as completion of an emergency information form. Future 

studies should expand the body of evidence for optimal communication during all disaster 

phases both with parents of children and youth with special healthcare needs and with 

children directly.
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Figure 1. 
Search Strings
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Figure 2. 
Flowchart of Search and Review Process
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