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Overview 
 
Autism spectrum disorder (ASD) is a developmental disability that can cause challenges in 
developmental delays, especially in communication and social skills. Individuals with ASD 
frequently display repetitive behaviors and restricted thought patterns, and their 
developmental milestones are often delayed when compared to their typically-developing 
peers. Because ASD is considered a “spectrum” condition, the effects vary in range and severity 
depending on the individual. 
 
The current incidence of ASD is 1 in 59 children (which has increased by over 250% from the 
incidence of 1 in 150 children in 2000) and affects all racial, ethnic, and socioeconomic groups 
equally (CDC, 2019). While ASD screenings are recommended during a child’s 18- and 24-month 
well-visits and the majority of ASD diagnoses that are made at the age of two years are reliable 
and stable (Kleinman et al., 2008), the average age of diagnosis is not until after a child is four 
years old (CDC, 2019). This is concerning for several reasons. First, parents of children with ASD 
often report that they initially had concerns about their child’s development before their child 
turned one year old, meaning that the family may go years without a diagnosis and answers to 
their concerns. In addition, early intervention services have vast benefits for children with ASD 
and their families alike (Koegel, Koegel, Ashbaugh, & Bradshaw, 2014), and a child is no longer 
able to receive these services after the age of three years. Because of these reasons, it is 
important that reliable diagnoses are made as early as possible. 
 
Despite the benefits of receiving a diagnosis early in a child’s life, the diagnostic process has its 
own set of challenges for families. Parents and siblings experience a broad range of emotions 
during this time, which all feed into a period of vulnerability and confusion. This is why it is 
critical that family-centered care is provided even before the diagnosis, which is a challenging 
task for any professional due to two main factors. First, the diagnostic process typically involves 
families traveling from one professional to the next in a series of referrals, resulting in pre-
existing frustration and concern before the professional making the diagnosis even enters the 
room. Second, delivering a diagnosis is a test of empathy and honesty that can be demanding 
for any professional, no matter how experienced. 
 
This executive summary covers the psychosocial and situational factors that affect parents and 
siblings surrounding the diagnosis of ASD. It is intended to equip professionals with strategies 
to incorporate into the diagnosis of young children with ASD so that they in turn can provide 
education, build support, and foster resilience to empower families. Findings led to the creation 
of suggestions for professionals on providing family-centered care to families of young children 
recently diagnosed with ASD. 



Family-Centered Care 
 
Outlined by Katharine Briar-Lawson, Hal A. Lawson, and Charles B. Hennon in Family-Centered 
Policies and Practices: International Implications (2001), there are five important features that 
all family-centered policies and practices share. First, families are regarded as the experts in 
knowing the things that support and harm them. When faced with factors that harm, families 
often create strategies and improvements aimed to nurture resilience and growth. Second, 
families are crucial partners of professionals in the development and execution of new policies 
and practices. When families are involved at this level, these policies and practices are more 
comprehensive, effective, and flexible. Third, families are professionals’ equals. Professionals 
respect, collaborate with, and empower families. Fourth, policies and practices are strengths-
based and focused on mutual support. They promote care that harmonizes with families’ pre-
existing support systems. Fifth and finally, equity is upheld. Each family member has an equal 
voice and equal rights. 
 
Family-centered care is an alliance between professionals and families that is coordinated, 
effective, comprehensive, and compassionate. It recognizes and places value upon the roles 
that a family plays in their child’s health status and well-being, and it should foster 
collaboration, communication, transparency, empowerment, and informed decision-making 
between professionals and the child’s family (Gabovitch & Curtin, 2009). 
 
Importance of Family-Centered Care During the Early Diagnosis of ASD 
 
While family-centered care is a well-known and widely-used term today, families of young 
children recently diagnosed with Autism Spectrum Disorder (ASD) seem to have fallen through 
the cracks. Parents frequently report dissatisfaction during the diagnostic process that is 
correlated with the thoroughness of the diagnostic team’s explanations as well as the sensitivity 
of the team during delivery of the diagnosis (Mansell & Morris, 2004). In addition, parents have 
reported a broad range of emotions in response to receiving a diagnosis, ranging from shock to 
relief, anger to anxiety. During this period of vulnerability, parents often face the frustration of 
not knowing the right questions to ask of their diagnostic team. However, if families feel that 
they have not received enough information during diagnosis, they may later look for education 
from resources readily available to them on the internet. Searches of “what causes autism” and 
“how to treat autism” provide results varying from blogs to medical websites to academic 
journals. In some cases, wrong information can create false ideas or hopes; in others, the jargon 
and clinical lens can overwhelm and confuse. Quality of information directly informs educated 
decision-making, so it is crucial that families have access to information that is correct, 
readable, appropriate, and understandable. Aside from accessing information, a diagnosis of 
ASD has a wide-reaching impact on family units, affecting parents as well as siblings. In each 
family member, adjustments must be made, new coping strategies are created, and social 
support is needed more than ever. However, providing family-centered care during the time of 
diagnosis can be challenging due to characteristics of both the family and the professional. 
 
 



Challenges to Providing Family-Centered Care 
 
Before families even step into the office where they will receive their child’s diagnosis, they 
likely have already gone through a broad range of emotions and frustrating experiences. On 
average, parents visit between four and five clinicians before they receive a firm diagnosis of 
ASD for their child (Goin-Kochel, Mackintosh, & Myers, 2006). Most of these parents share that 
when they first brought forward questions about their child’s development to their 
pediatrician, they were told “not to worry” or to “wait and see,” and they were highly 
dissatisfied and frustrated by their concerns being ignored (Braiden, Bothwell, & Duffy, 2010; 
Elder, Kreider, Brasher, & Ansell, 2017; Mulligan, MacCulloch, Good, & Nicholas, 2012; Sansosti, 
Lavik, & Sansosti, 2012). Not only is this dismissal frustrating, but it is also very stressful; 
parents have also reported that one of the most significant stressors before and during the time 
of searching for a diagnosis is the delay between parents’ first concerns and the actual 
diagnosis (Dale, Jahoda, & Knott, 2006). During this time of waiting they may have even been 
given an incorrect diagnosis or false hope (Mansell & Morris, 2004), which only increased 
frustration and stress levels. Outside of these interactions with professionals, parents share 
that they feel confusion and distress regarding their child’s behaviors before they are given a 
diagnosis (Midence & O’Neill, 1999). They often feel guilty for not being able to understand or 
explain their child’s behaviors, and these negative feelings about self-worth can lead to 
isolation and difficulties within the family. 
 
A family must also overcome a myriad of other challenges once they are actually presented 
with the fact that their young child has ASD. In a qualitative study about experiences during the 
diagnosis of ASD, one parent shared, “Once you hear the words, the diagnosis, that’s all you 
think about. It takes time to sink in—so you’re not really conscious of what’s said after that” 
(Abbott, Bernard, & Forge, 2013, p. 375). Another parent said, “You’re saying things and you’re 
nodding and all that’s going through your mind is ‘where do we go from here?’” Part of this 
effect is due to “emotion overload.” Families have already experienced high levels of 
frustration, stress, and guilt prior to the point of diagnosis, and new emotions are introduced as 
ASD is confirmed. Parents express feeling an extensive range of emotions, from shock to relief 
to grief. Shock may especially play a role if the family has been given an incorrect diagnosis 
previously or if they have been given false hope, and relief may be a significant emotion if the 
parents have blamed themselves for their child’s behaviors (Farrugia, 2009; Midence & O’Neill, 
1999). Grief tends to be present to some extent during this process no matter what experiences 
have led up to the point of diagnosis. This stems from families realizing that some of the hopes 
and dreams they have held for their child up to the point of diagnosis may be gone, and they 
are faced with having to grieve for the experiences and opportunities that their child may not 
have (DePape & Lindsay, 2015). The emotions experienced during diagnosis can sometimes 
contradict each other, further fueling confusion and leading to families having difficulty 
understanding the information shared with them during diagnosis. 
 
In addition to this “emotion overload,” families may also have difficulty processing information 
during diagnosis due to gaps in knowledge about ASD. This is especially true when professionals 
use clinical jargon without explaining its meaning. Typically, these parents have had no prior 



need to know terms and information surrounding ASD, and this makes the terms and 
information shared with them less accessible. This is not only worrisome because of families 
not understanding information shared during diagnosis, but it is also a concern because low 
levels of knowledge about ASD symptoms, etiology, and treatment can amplify the family 
burden (Harrison, Slane, Hoang, & Campbell, 2017). In addition, parents often are uncertain 
about the questions they have, even when presented with the opportunity to ask them. Many 
express that they appreciate professionals being open to answering any questions they have 
but that they feel “unskilled” and unsure of the questions to ask (Abbott et al., 2013; Klein et 
al., 2011).  
 
While families face multiple challenges during diagnosis, professionals have their own obstacles 
to overcome in order to provide family-centered care. When professionals are asked what 
prevents them from providing information and education during this diagnostic process, the 
majority mention two main factors: lack of rapport between them and the families, and anxiety 
surrounding sharing bad news with families (Kennedy, Regehr, Rosenfield, Roberts, & Lingard, 
2004; Vohra, Madhavan, Sambamoorthi, & St. Peter, 2014). The newness of the relationship 
between the professional and the parents causes professionals to question the ways in which 
they speak to and share with families, unsure of how direct to be when educating and 
informing about the ASD diagnosis. Many feel conflicted—on the one hand, families may not 
return if they are given upsetting news too directly; but on the other hand, because the families 
may not return, the professionals feel a sense of urgency to be as direct as possible. In addition 
to the newness of the relationship, one professional described the experience of giving a 
diagnosis as resulting in overwhelming anxiety, sometimes to the point of feeling physically ill 
and sad for the family (Kennedy et al., 2004). Because of the heavy emotions that professionals 
themselves are experiencing during this time, many share that they try to be objective and 
clinical in order to remove their own feelings from an already emotional situation as much as 
possible. However, this can sometimes backfire if the parents perceive this clinical behavior as 
indifference. 
 
When barriers stand in the way of professionals providing family-centered care to this 
population, it can have large impacts on the family. If not enough information is conveyed or 
parents do not fully understand what is conveyed to them during the diagnostic process, 
families tend to seek other information on their own terms, which often takes the form of 
internet searches. In fact, many parents of young children with ASD share that the internet is 
their primary source of information, especially concerning questions about their children’s 
development (Gibson, Kaplan, & Vardell, 2017; Grant, Rodger, & Hoffmann, 2016). Searching 
for information can play a positive role in coping and stress management, especially as parents 
are searching for their own role in their evolving family structure (Herbert, 2014). However, it 
can also cause further worry and hopelessness due to the sheer amount of resources available 
as well as the lack of credibility in many online resources (Mulligan, Steel, MacCulloch, & 
Nicholas, 2010; Sabo & Lorenzen, 2008). In a review of health information on the internet, 
results showed that only 20% of links on the first page of various search results led to relevant 
content, and over 50% of those relevant resources included conflicting information within 
themselves (Berland et al., 2001; Osborne & Reed, 2008). In addition, those results that were 



both relevant and nonconflicting had an average reading level of 13th grade (i.e., collegiate) 
with a range from 10th grade to the graduate school level, which is far above the recommended 
reading level of between 5th and 6th grade (Sabo, 2008). This is concerning, especially because 
literacy is directly associated with informed health-related knowledge and decision-making 
(DeWalt & Hink, 2009). 

 
Health literacy, or the range of skills developed to access and use health information and 
services (Berkman, Davis, & McCormack, 2010), also plays an important role in how much 
individuals understand of the information they consume, whether that information comes from 
a professional or from another source (e.g., the internet). The most recent definition of health 
literacy includes the fact that it occurs “when a society provides accurate health information 
and services that people can easily find, understand, and use to inform their decisions and 
actions” (Solicitation, 2019). Health literacy includes abilities to comprehend different forms of 
communication (e.g., oral, written, etc.) given by professionals; read consent forms, medicine 
labels, and other written health information; and complete necessary directions (e.g., following 
medication dosage, making appointments, etc.) (Kickbusch, 2001). The strongest predictors of 
parents having limited health literacy are education (individuals with less than a high school 
education are over 800% more likely to have limited health literacy) and English proficiency 
(individuals who understand English either not well or not at all are over 1,800% more likely to 
have below-basic health literacy) (Yin et al., 2009). Despite these staggering figures, healthcare 
providers are often unaware of their patients’ reading abilities, making it difficult to determine 
which sources are appropriate and accessible for each family. Determining health literacy is 
challenging, but a study by Chew, Bradley, and Boyko (2014) identified three questions shown 
to be helpful in recognizing inadequate health literacy: “How often do you have problems 
learning about your or your child’s medical condition because of difficulty understanding 
written information?” “How confident are you in filling out medical forms by yourself?” “How 
often do you have someone help you read hospital materials?” (p. 592). These questions are 
brief, but they can be instrumental in identifying and meeting where family members are as far 
as literacy skills. 
 
In addition to these issues with accessing information, parents may experience feelings of 
isolation if they are not appropriately referred as needed. While professionals may feel wary or 
nervous about suggesting that a parent or caregiver see a psychologist, psychiatrist, or related 
therapist, these family members may need additional emotional and mental support, especially 
to encourage and provide coping strategies (Karst & Van Hecke, 2012; Spain et al., 2017). Even 
if family members do not need or want to see a therapeutic professional, they should be 
introduced to other forms of social support, especially in the form of other parents of children 
with ASD. Research has shown that as social support decreases, levels of stress in mothers of 
children with ASD increases (Boyd, 2002), so it is crucial that parents are connected with social 
supports. However, many parents have reported that professionals communicating an early 
diagnosis of ASD are often “too fearful of discussing limitations” in their young children, and 
this results in them not providing all of the supports and services that could be available to 
families (Rhoades, Scarpa, & Salley, 2007; Sansosti et al., 2012). 

 



Impact of ASD on Families 
 
ASD has far reaching impacts on the entire family before, during, and after the child is 
diagnosed. Like any diagnosis, it requires a period of adjustment from all family members as the 
family structure and expectations shift for parents as well as siblings, and it places tremendous 
strain on families as they strive to meet the needs of all family members while preserving 
healthy family functioning. 
 
Parents 
 
Many studies have explored the psychological well-being and coping strategies in parents of 
children with ASD. Common findings include significantly increased parenting stress, symptoms 
of depression, and substantial levels of exhaustion and anxiety that can ultimately manifest in 
physical health problems (DePape & Lindsay, 2015; Lai, Goh, Oei, & Sung, 2015). In addition, 
when compared to parents of typically developing children, parents of children with ASD report 
more negative views of themselves, increased child-related parenting stress, and loss of certain 
friends and social supports due to the new, more restricted family routines that become 
necessary to care for their child with ASD (Farrugia, 2009; Lai, Goh, Oei, & Sung, 2015). These 
new routines also cause parents with multiple children to take on a new type of guilt for their 
neurotypical children who have to conform to the new family structure. 
 
Parenting self-efficacy (i.e., belief in one’s own ability to effectively raise a child) is also 
decreased in these parents; these family members tend to report that they feel less able to 
meet the wants and needs of their children because of the challenging behavior and lack of 
reciprocal communication that are typical characteristics of ASD (Karst & Van Hecke, 2012). 
When parenting self-efficacy is low, this can lead to feelings of guilt and a decreased sense of 
agency, both of which only feed into the stress, symptoms of depression, and exhaustion that 
are already present in this population. In addition to these emotional burdens, the family’s 
quality of life is also affected due to time pressures, financial burdens, increased need for 
vigilant parenting, and fewer opportunities to have a career. 
 
Siblings 
 
More often than not, the sibling of a child with ASD will not also have ASD since the risk of 
parents having another child with ASD ranges from 2% to 18% (CDC, 2019). While these 
neurotypical siblings of children with ASD are studied far less frequently than parents, they are 
also affected by a diagnosis of ASD in their families. They often report satisfying relationships 
with their siblings, although they experience fewer opportunities for social interaction and 
communication with their siblings (Karst & Van Hecke, 2012). In addition, these individuals tend 
to display less intimacy, less prosocial behavior, and less nurturing behavior with their siblings; 
but they showed increased levels of admiration for their siblings and decreased argumentative 
behaviors (Kaminsky & Dewey, 2001). 
 



Despite these overall rather positive relationships with their siblings, these individuals tend to 
display higher rates of depression and decreased social adjustment when compared to their 
typical peers. Both of these factors are associated with maternal stress levels and are amplified 
when siblings take on caregiving roles (Gabovitch & Curtin, 2009; Lai & Oei, 2014). In addition, 
parents tend to overestimate children’s comprehension about their sibling’s diagnosis of ASD 
(Karst & Van Hecke, 2012). This leads to neurotypical siblings not having all the information 
about ASD and trying to fill the gaps in their understanding themselves, which can result 
misunderstanding and internalized blame for family difficulties (Karst & Van Hecke, 2012). 
 
Parent and Sibling Coping Strategies 
 
How a family member responds to a young child being diagnosed with ASD depend on level of 
resilience, coping strategies, and responses to family dynamics, both individually and as a whole 
family (Gabovitch & Curtin, 2009; Pottie & Ingram, 2008). Family hardiness (i.e., family 
resilience) plays a large role in how individuals respond to a diagnosis of ASD in the family. 
Family hardiness refers to how well a family can withstand and manage challenging events in 
their lives (Weiss et al., 2013), and it is a significant mediator between the accumulation of 
stressors and resulting family distress. It is built up by families having social support and 
perceiving self-efficacy during the period(s) when stressors are accumulating, both of which 
may prompt families to bolster themselves and find new ways to cope. Ultimately, family 
hardiness, along with self-efficacy and social support lead, to better adjustment among all 
family members. Optimism is another mediator between stressors and family distress 
(Gabovitch & Curtin, 2009). Some parents share that they engage in thinking about how 
circumstances could be worse to remind them of the positive factors in their child with ASD and 
their whole family. 
 
One review of family coping in this population identified the two broad coping strategies that 
are seen in parents: emotion-focused coping and problem-focused coping (Lai & Oei, 2014). 
Emotion-focused coping includes trying to reduce the negative emotions surrounding a 
situation by engaging in either positive or negative behaviors. Some positive examples include 
talking or writing about those negative emotions or meditation, while some negative examples 
include suppression of emotions, avoidance, or substance abuse. In contrast, problem-focused 
coping, also known as “confrontive coping,” consists of reappraisal, reframing, planning, 
compromising, and changing expectations. Emotion-focused coping tends to be more common 
coping approach in these parents, especially in the forms of wishful thinking or escape (Wachtel 
& Carter, 2008). However, problem-focused coping results in significantly decreased levels of 
stress, depression, anxiety, anger, and negative affect; not even the positive examples of 
emotion-focused coping have the same effect. This may be due to the fact that self-efficacy and 
optimism are fostered through problem-focused strategies like reframing, compromising, 
changing expectations, and confronting issues, and self-efficacy and optimism lead to increased 
family hardiness. Problem-based coping also assists family members in ultimately accepting the 
ASD diagnosis and finding a sense of purpose in that new identity (Karst & Van Hecke, 2012; 
Marshall & Long, 2010; Poslawsky, Naber, Van Daalen, & Van Engeland, 2014). 
 



Parent Expectations and Experiences 
 
Most individuals have expectations for their lives and where they will lead. As individuals 
become parents, they also naturally develop expectations for their children as well as their 
family as a whole. However, certain life-changing events and circumstances force parents to 
take a step back from these expectations. 
 
Parent Expectations for Their Family 
 
When parents receive a diagnosis of ASD for their young children, some of their previously held 
expectations for their children must be altered or given up completely in order to have a 
healthier and more realistic idea of the people their children will become in the future (Bush, 
Cohen, Eisenhower, & Blacher, 2017). This process is a sort of grief as parents mourn the loss of 
the hopes they once had for their children. However, because the diagnosis is “invisible” and is 
not as discrete as an event like a death, this causes conflicting emotions among parents as they 
switch between periods of hope and disappointment (Mansell & Morris, 2004). Along with 
having to alter expectations about their children, parents also previously held hopes and 
dreams for their own lives—perhaps pursuing a career or another degree, having more 
children, or other goals that are important and unique. These expectations are placed aside as 
many parents take on other roles that increase in importance following a diagnosis, such as 
caregiver and advocate. This period of transition and loss only amplifies the other feelings 
surrounding a diagnosis of ASD.   
 
Experiences During Diagnosis 
 
Along with having expectations for their children, parents will naturally expect that the 
diagnostic process will follow a certain set of procedures and will help them understand their 
children better. For example, some parents have expressed their surprise when they 
experienced relief following the diagnosis, expecting that they would have only felt a range of 
negative emotions at the time (DePape & Lindsay, 2015; Midence & O’Neill, 1999). In other less 
positive instances, parents assumed that they would leave the appointment knowing more 
about ASD, but this was not always the case (Osborne & Reed, 2008). Instead, some parents left 
with little to no new knowledge, either due to professionals not providing them with the 
appropriate information or due to their decreased capacity to process information during this 
period of “overload.” 
 
According to a review on a diagnosis’s impact on families, the experience of the diagnosis itself 
will likely contribute to the way that parents make sense of and come to terms with their child’s 
condition (Karst & Van Hecke, 2012). In addition, the way in which the child’s condition is 
explained to parents has direct impacts on both their personal well-being and their 
understanding of the condition. One parent shared this experience of their child’s diagnosis: 
“Most of that three-hour appointment was focusing on answering questions, and then the last 
little segment of it, by the time you’re really tired and your brain is mush, is when we were told 
that this was actually the diagnosis. I don’t feel like we were given a whole lot of time at the 



end of it to really delve in and say, ‘Here’s the diagnosis, and this is what it really means’” 
(Mulligan et al., 2012, p. 318-319). 
 
Parents also share that the diagnostic process was very confusing due to multiple factors 
(Braiden et al., 2010). First, the majority are surprised and overwhelmed by the amount of 
paperwork and questions given to them. Second, many are unsure who is in charge of the 
assessment and diagnosis, and they are uncertain about the roles that each professional plays. 
In addition, parents report that professionals are not completely transparent during the 
diagnostic process, likely because they are nervous about sharing difficult information or 
because parents are already overwhelmed (Midence & O’Neill, 1999). While they later 
understand the reasons behind professionals’ reticence to overload them with information, 
they explain that trustworthiness is their main expectation of professionals during the 
diagnosis. Trust influences parents’ confidence in the information and interpretations they have 
received from professionals, and lack of transparency can be destructive to this cultivation of 
trust between professional and family members.  

 
Relationship Between Professional and Parents 
 
Although it may be challenging to establish rapport in such a short period and during such a 
tumultuous time, it is vital that professionals work to create a relationship with parents. This is 
achieved through communicating with honesty and trust, setting realistic yet optimistic 
expectations, and engaging in a strengths-based approach. 
 
Trust Between Parents and Professional 
 
While rapport can be difficult to establish in a short period of time, there are characteristics 
that parents identified as making them feel more at ease with their professionals. First, warm 
and personal communication is much preferred by families as opposed to more rigid and 
clinical communication (Gabovitch & Curtin, 2009; Mulligan et al., 2010). This includes relaxed 
body language and genuine interest in the child with ASD as well as the family. Parents also 
place high value upon professionals listening to them and validating their concerns, especially 
since they likely have experienced their concerns being dismissed my other professionals in the 
past (Abbott et al., 2013). Parents also express their desire to participate in their child’s care 
through collaboration and interactive communication with professionals (Brookman-Frazee & 
Koegel, 2004; Gabovitch & Curtin, 2009). By being valued as partners and collaborators, parents 
are encouraged to nurture personal agency and resilience (Zand, Braddock, Baig, Deasy, & 
Maxim, 2013). 
 
In addition, professionals must also uphold their side of family-centered care by involving 
parents in setting goals, sharing responsibility, solving problems collaboratively, and 
encouraging decision-making (Brookman-Frazee & Koegel, 2004). Through respecting parents 
and the expansive roles they play in their children’s lives, trust is modeled and cultivated. Along 
with these aspects of family-centered care, professionals must also take parents’ and 



caregivers’ cultures into consideration in order to establish an honest and respectful 
relationship (Ravindran & Myers, 2012). Professionals must ensure that children with ASD are 
receiving the best possible care, but they also must be sensitive and respectful of parents’ and 
caregivers’ needs and desires for their families arising from their culture’s beliefs and attitudes. 
 
More Realistic Expectations 
 
Parents also stress the importance of professionals being realistic yet optimistic. One parent 
described this balance in the following way: “Nobody wants to feel like they’ve just been given 
the death sentence for their child or that the future’s really grim. I want whomever to be 
realistic and acknowledge that you’ve got a tough row to hoe, but at the same time, you 
desperately want to feel like there’s hope, that there’s room for improvement, and that there’s 
stuff that can be done. It’s not a hopeless case” (Mulligan et al., 2012, p. 317-318). Many 
parents also take comfort in stressing that ASD is a spectrum. This explains their own child’s 
specific behaviors, validates that their child is unique and individual, and does not limit the 
expectations parents can hold for their children (Farrugia, 2009). 
 
Expectations can only be realistic if parents are given sufficient information about ASD. Parents 
desire this information—what ASD means for their children, with which professionals they can 
expect to work, and next steps to take. While they all expected and wanted professionals to 
provide them with verbal information, nearly all parents agreed that they were experiencing 
“information overload” during the time of diagnosis, and any more information than what was 
shared verbally with them would be too much at the time (Abbott et al, 2013). However, they 
also agreed that it is crucial to provide written information for parents to read later once they 
are able to absorb new and more detailed information (Braiden et al., 2010; Mulligan et al., 
2010; Osborne & Reed, 2008). This not only helps families learn more about ASD, but it also 
encourages them to be more empowered collaborators and helps them in sharing the diagnosis 
with others. In addition to written information about ASD, parents overwhelmingly agree that 
being connected with other families of children with ASD is the most influential factor in 
ultimately accepting the diagnosis (Hall, Culler, & Frank-Webb, 2016; Lai & Oei, 2014; Midence 
& O’Neill, 1999; Osborne & Reed, 2008; Rhoades et al., 2007). 
 
Strengths-Based Approach 
 
Along with cultivating trust and setting realistic expectations, professionals should engage in a 
strengths-based approach with families of young children with ASD. This type of approach is the 
opposite of a deficit-based model which emphasizes a child’s areas of need; instead, a 
strengths-based approach focuses on the child’s positive traits, highlighting those areas in 
which the child is already strong or shows promise of improving with intervention and time. A 
strengths-based approach still acknowledges those areas of need, but it is not the emphasis of 
the conversations between professionals and parents. Similar to the balance between being 
realistic and optimistic, this approach balances honesty and positivity in a way that fosters hope 
in parents. In fact, when this approach is employed with this population, parents display 
improved affect and exhibit more physical affection toward their children (Steiner, 2011). 



 
Parents also speak more optimistically about their children when a strengths-based approach is 
employed, independently identifying positive characteristics in their children when 
professionals engage in this same behavior. Parents often feel that professionals do not see 
their children in the same ways they do, which is especially frustrating after having seen an 
average of four to five clinicians prior to receiving the diagnosis. Because of this, the 
opportunity to share those positive aspects of their children is likely welcome and long 
overdue. In addition, parents’ ability to speak positively about their children during the period 
of diagnosis is associated with long-term increases in parent self-efficacy and improvements in 
the quantity and quality of parent-child interactions (Cosden, Koegel, Koegel, Greenwell, & 
Klein, 2006). 

 

Suggestions for Professionals 
 
All of these findings led to the creation of suggestions for professionals. These suggestions 
outline what professionals should keep in mind, how they can build rapport quickly, and what 
resources and information they should provide to families at the time of diagnosis in order to 
maximize the benefits of family-centered care. The suggestions are also shared below. 
 
What to Keep in Mind 
 

1. On average, a family will see four to five professionals before their child receives a 
diagnosis of ASD. This may result in parents having preexisting frustration before you 
even walk in the door. While you cannot change their past experiences, you can meet 
families where they are and respect their emotions. 

2. When you communicate with a family that their child has ASD, they are likely 
experiencing both emotion overload and information overload. This may impact their 
ability to absorb new information or process their own thoughts and feelings in the 
moment. 

3. Families are likely unfamiliar with many terms that you frequently use in the world of 
ASD. Although it is difficult to avoid using this language, try to be mindful of the clinical 
jargon that may be confusing for families. 

 
How to Establish Rapport 
 

1. Validate families. Many families have been told by friends, family members, and 
professionals to “not worry” or “wait and see” in response to their concerns about their 
child’s development. You have the opportunity to validate that they did the right thing 
by bringing their child in for evaluation. 

2. Show interest in the entire family. Parents of more than one child express regret that 
they are not able to focus on their other children as much as their child with ASD. 
Showing genuine interest in the whole family, including any siblings, goes a long way. 



3. Be warm, open, and personal. Some professionals try to maintain objectivity in order to 
keep their own emotions controlled; however, many families have expressed that this 
perceived rigidity breaks down trust and rapport. 

4. Be mindful of cultural beliefs and attitudes. These may affect parents’ needs and desires 
for their families. If you are unsure about what those needs and desires are, ask! 

5. Focus on a child’s strengths. Emphasizing the strengths of a child with ASD fosters hope 
and results in parents speaking more positively about their child. 

6. Be realistic yet optimistic. Acknowledge that ASD can be challenging, but there is reason 
to be hopeful about their child’s future. ASD is a spectrum, and each child is uniquely 
individual. This also helps a family set healthy expectations for their child. 

 
What to Provide to Parents 
 

1. Provide written information. Because families are likely not going to absorb everything 
you share with them during the diagnosis, they will search for answers later when they 
are ready to process more information. Usually, this takes the form of internet searches, 
which may yield conflicting, inaccurate, and confusing information. You can guide them 
to accurate answers through written information that they can take home with them 
and access when they are ready. Keep in mind that the suggested reading level to 
maximize understanding and informed decision-making is 5th to 6th grade. 

2. Provide connections to other families of children with ASD. Parents rate other families 
as the most helpful resource as they navigate life during and after the diagnosis. As 
appropriate, ask families with whom you have previously worked if they are willing to 
let you share their contact information with new families you meet, or speak with your 
colleagues about connections they may have to families of children with ASD. Although 
your professional expertise is valuable to families, it is vital that they have a social 
support system and do not feel isolated, and this can be achieved through 
communicating with families like themselves. 

3. Provide answers to commonly asked questions. A family likely will not know what to ask 
in the moments directly following the diagnosis. Some common questions that parents 
report wishing they had asked at this time included which therapies might help their 
child, with whom they should share the report (e.g., other providers, school), which 
community resources are available to them, and whether there will be a follow-up 
appointment. 

4. Provide family members with referrals to psychologists, psychiatrists, or related 
therapists as appropriate. This is a stressful and emotional time, and family members 
(whether parents or siblings) may benefit from therapy themselves. Even if you are 
unsure whether a family member wants or needs to speak to a therapeutic professional, 
it is important to share with them that there are qualified professionals who can help 
them navigate this transition. 

 
 
 
 



Conclusion 
 
Family-centered care should be provided to families of young children diagnosed with ASD 
despite the challenges present during the time of diagnosis. Because the experience of 
receiving the diagnosis itself contributes to the ways in which parents come to terms with their 
child having ASD, professionals have the responsibility to provide education that gives parents 
every possible support as they navigate the next steps in caring for their child. This education 
and support promotes informed decision-making, empowers parents to collaborate in their 
child’s care, and encourages family members to work together to foster resilience as they look 
optimistically toward their child’s future. 
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