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Abstract: This study used photography to capture important symbols in the lives of 14 siblings of 13 youth 
with autism (ASD) and 16 siblings of 15 youth with Down syndrome (DS), and then determine if there were 
differences in photographs taken according to type of developmental disability, age, and gender of the sib-
ling. Photographs were divided into two categories: photographs of people, including family and non-family 
members, and non-people, including personal items/objects, animals, and buildings/scenery. Siblings of 
youth with DS took a higher percentage of photographs of people and family members than siblings of 
youth with ASD. There were also differences according to age and gender in the people/non people and 
within family photographs. The 7-9-year-olds took a higher percentage of snapshots of typically developing 
siblings and him/herself whereas the 10-12-year-olds and the 13-16-year-olds took a higher percentage of 
photographs of the youth with the disability than the younger age group. Sisters took a higher proportion of 
people photographs than brothers, while brothers took a higher proportion of family photographs than sis-
ters. Results validate the importance of gathering data in an open-ended manner directly from young peo-
ple, confirm the use of photography as a method of facilitating communication with young people about im-
portant symbols in their lives, and indicate there are differences in the percentage of photographs taken of 
people/non people and family/non family according to disability, age, and gender of siblings. 
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INTRODUCTION 
Living with a young person with a developmental 
disability (DD) can be stressful [1,2], perhaps be-
cause families experience incongruence between 
experiences with the young person and what they 
hear from health care providers, as well as am-
biguous diagnoses, variable severities, and un-
clear durations. If the youth has autism spectrum 
disorder (ASD), the young person’s repertoire of 
restrictive/repetitive behaviors and communication 
difficulties are additional sources of stress for all 
family members including siblings who may expe-
rience adjustment/coping issues or impaired rela-
tionships [3-9]. If the youth has Down syndrome 
(DS), families face not only unique responsibilities 
and issues related to developmental challenges, 
but also health challenges accompanying the 
syndrome. Siblings of youth with DS are also af-
fected and may demonstrate problems with adap-
tation [10-12]. They often see their parents as be-
ing more lenient and giving extra attention to their 
DS sibling [13,14]. Clearly, families raising young 
people with ASD or DS experience unique stres-  
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sors and challenges in addition to those faced by 
families raising typically developing youth (TDY).  

Research investigating experiences of siblings 
living with a young person with DS or ASD has 
frequently relied on data provided by parents, 
teachers, or counselors [6,15-18]. Topics of study 
centered on behavior problems, emotional ad-
justment, participation in extracurricular activities, 
social skills, peer relations, or personality charac-
teristics, with little attention paid to sibling percep-
tions of living with a young person with ASD or DS 
[11,15,17,19-21]. 

When siblings participated in research about ex-
periences, information was often obtained from 
written questionnaires developed by adults, or in-
terviews conducted by adults, which may not be 
appropriate for siblings’ developmental levels 
[4,11,22-24]. A method encouraging responses 
without adult intervention and allowing freedom of 
expression/thought is preferable while gathering 
data directly from siblings.  

Methods suitable for gathering data from young 
populations include sentence completion lists, 
video cameras, daily diaries, and spontaneous  
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drawings, [23,25-27]. Another suitable method is 
photo elicitation, which can provide insights into 
young people’s lives and generate discussions 
about photographs [28-36]. With this study, we 
sought to examine photo elicitation as a method of 
capturing important symbols in the lives of siblings 
living with a young person who has ASD or DS, 
identify themes emerging from the photographs, 
use sibling narratives about the photographs to 
describe the identified themes, and then compare 
the themes according to age, gender, and disabil-
ity. We chose this method because little informa-
tion exists in the literature from this population us-
ing photo elicitation. In addition, research using 
this method can provide helpful information about 
these siblings’ lives.  

ASD describes a complex, lifelong, developmental 
disorder characterized by deficits in communica-
tion and restrictive/repetitive activities affecting 
youngsters before three years of age [37,38]. 
Communication skills range from unusual or 
overly-formal speech and language patterns to 
being completely non-verbal [39,40]. Youth with 
ASD may also display inappropriate emotional 
reactions, abnormal responses to sensory experi-
ences, deficiencies in social relationships, and 
social isolation, which impact youthful siblings 
[11,20,38]. Siblings raised with a young person 
with ASD can be affected by their brother/sister’s 
repetitive, violent, obsessive behaviors, impaired 
communication skills, and antisocial/disruptive ac-
tions [4,11,22,41-43]. 

Often these effects relate to interactions siblings 
have with the young person with ASD. For exam-
ple, siblings are often aggressive in interactions 
and negative in perceptions of their relationships 
with the youth with ASD, especially when the 
young person disturbs them [15,17,21,43,44]. Sib-
lings also report parents give more attention to the 
young person with ASD, which limits family inter-
actions and negatively impacts sibling relation-
ships [11,45-47]. Siblings of ASD youth some-
times show social deficits compared to siblings of 
youth with other disabilities or TDY [6,22,48]. In 
addition, they may have academic difficulties or 
higher rates of adjustment/internalizing problems 
compared to controls [6,15-18,49]. 

Research also identifies positive outcomes for sib-
lings who lived with a young person with ASD. For 
example, some siblings show less competition/ 
quarreling and more admiration in their sibling re-
lationships than TDY [43,50]. They may also dis-
play more emotional, behavioral, or intellectual 
successes than controls, assume adult responsi-
bilities at an early age, and exhibit more maturity 
[20,22]. Finally, other positive effects include in-
tense emotional ties, strong feelings of affec-
tion/comradeship, and more accepting/supportive 
behaviors than those who do not live with a young 
person with ASD [22]. 

DS, a chromosomal abnormality affecting more 
than 400,000 people in the United States, occurs 
in one out of 691 births [51]. Youth with DS have 
similar physical features, but varied intellectual 
capacities [51,52]. Most young people with DS 
have appropriate social skills, but severity varies, 
and the syndrome accounts for about one third of 
moderate to severe cases of intellectual disability 
[52,53]. Youth with DS can be described as cheer-
ful, positive in their relations with others, even-
tempered, and affectionate [54-56]. These youth 
exhibit strong pro-social behavior and conversa-
tional skills when compared to youth with other 
cognitive disabilities [56]. Other research suggests 
these individuals have higher levels of adaptive 
behavior and lower levels of maladaptive behavior 
when compared to those with other DD [57,58]. 
Most mothers describe their youngsters with DS 
as having an outgoing/active temperament rather 
than being withdrawn, disruptive, or passive [59]. 
When negative behaviors are observed they in-
clude hyperactivity, stubbornness, demanding at-
tention, difficulty sleeping, disobedience, aggres-
sion, inattentiveness, and impulsivity [55,56,60, 
61]. 

Siblings of young people with DS exhibit both 
negative and positive effects. Early research sug-
gested siblings were negatively impacted and ex-
perienced higher levels of depression, loneliness, 
embarrassment, jealousy, anxiety, and aggres-
sion, as well as lower perceived self-competence 
when compared to siblings of youth who did not 
have a disability [12,62-65]. However, more recent 
research suggests siblings are positively impacted  
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by living with a child/adolescent with DS [13,14, 
66,67]. Positive effects include increased under-
standing, intelligence, altruism, independence, 
tolerance, and compassion towards others [14]. 
Siblings also reported positive sibling relation-
ships, viewed the relationship as an important part 
of their life, and enjoyed time spent together 
[13,41,68]. Other investigators noted these sib-
lings admired the child/adolescent more than did 
siblings of children/adolescents with autism or 
TDY [41].  

Researchers use photo elicitation to document/ 
talk about life experiences when participants are 
interviewed about photographs taken [69-72]. 
Photo elicitation is also an effective and inexpen-
sive method of gathering data from reticent or 
immature populations because it allows them to 
take part in research when they may not be able 
to discuss abstract ideas [32,34,36,73,74]. The 
method was used with siblings and young people 
experiencing asthma, cystic fibrosis, diabetes, 
mobility impairments, cancer, developmental dis-
abilities, autism, and Down syndrome, as well as 
homeless youngsters, school-aged youth, and 
preschoolers [28-30,33,35,69,75-79]. Photo elici-
tation techniques were also used to study atten-
tion deficit disorder in Canadian youth, Irish immi-
grant young people, and South African adoles-
cents orphaned by HIV/AIDS [36,80,81]. Samoan 
youngsters living in New Zealand used cameras 
to show reading/writing done outside the school 
setting, displaced/refugee youths living in Colom-
bia and the United States illustrated life experi-
ences by using cameras, and youth with chronic 
illnesses living in the United Kingdom documented 
their lives with photos [32,34,69]. In summary, 
photo elicitation improves communication be-
tween young participants and researchers, assists 
investigators understand human experiences, is 

an effective method of gathering data, and creates 
a comfortable atmosphere [82]. 

This study sought answers to the following ques-
tions: 

• What themes/subthemes can be identified 
from photographs taken by siblings of 
youth with ASD or DS that reflect what is 
important/significant in their lives ?  

• Are there differences in the photograph 
themes/subthemes according to gender, 
age, and disability ? 

METHOD  
The research was part of a larger institutional re-
view board-approved study examining family ad-
aptation to living with a young person with disabili-
ties or chronic conditions. Inclusion criteria were 
that siblings needed to be at least seven years of 
age, capable of speaking/understanding the Eng-
lish language, able to take photographs with a 
disposable camera, and willing to talk about their 
photographs in an open-ended interview.  

Fourteen (9 brothers, 5 sisters) siblings of 13 
youth with ASD and 16 (6 brothers, 10 sisters) 
siblings of 15 youth with DS participated. Families 
living in a metropolitan area of a western state 
were recruited by fliers, and word of mouth. All but 
one participant lived in two-parent homes and 
most families were raising at least two other chil-
dren/adolescents. Over half the families earned 
more than $50,000 per year. Table 1 presents 
additional demographics. 

Parents were contacted by telephone to explain 
the study and set up the first of two home visits. 
Parent consent and child/adolescent assent were 
obtained during this visit and then siblings were 
asked to photograph what was important to them 
over the next two weeks with a 35 mm disposable 

Table 1: Demographics  

 Autism Spectrum Disorder Down Syndrome 

Sibling age (SD); range  10.79 years (2.29); 8-16 years 10.89 (2.23); 7-15 years 
Youth with DD age (SD); range  6.85 years (2.23); 3-10 years 7.34 (4.37); 1-17 years 
Gender of sibling 9 brothers, 5 sisters 6 brothers, 10 sisters 
Gender of youth with DD 9 male; 4 females 6 male; 9 female 
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camera with built-in-flash containing 24–27 color 
exposures. If needed, information on using cam-
eras was provided. Parents were told siblings 
should use cameras voluntarily. Parents could 
remind participants to take snapshots, but not 
suggest taking certain photographs. Cameras 
were picked up two weeks later and a second ap-
pointment made to discuss photographs with the 
siblings. The one-on-one interviews discussing 
snapshots were audio recorded and held in pri-
vate places selected by siblings. After identifying 
images, siblings told investigators why each pho-
tograph was important. Participants were encour-
aged to freely discuss each photograph in the or-
der taken. Clarifying questions were asked as 

needed. Siblings received a set of their photo-
graphs. The interviews were transcribed verbatim.  

Photographs were sorted into categories by indi-
vidual investigators based on sibling descriptions. 
Investigators then verified/compared their analy-
ses and identified preliminary themes through 
open coding, before collapsing patterns, creating 
sub-themes, and determining final themes/sub 
themes. Direct quotations were then chosen from 
transcribed interviews illustrating why participants’ 
said photographs were important. Field notes ex-
plained/clarified interview data. See Table 2 for a 
list of themes, sub-themes, and illustrative quota-
tions. 

Table 2: Theme/Sub theme, Descriptions, and Quotation Examples  

Theme/Sub Theme Examples  

PEOPLE  
Family   
   Young person with DD  “He helps me understand things . . . like I don’t look at people that need, 

like handicaps, the same.” “I like that he’s always so happy.” 
   TDS “Because he sets a good example.” 
   Mixed immediate family members  
   (Brothers, sisters, parents) 

“It’s of my family, and I took it because they always help me when I’m in 
trouble.” 

  Parents “This is a picture of my mom . . .um it means a lot because she’s my 
mom.”  
“And that’s my dad. And I took a picture of him because I love him and 
he’s really fun.” 

   Self “. . . cause I’m pretty important to myself” 
   Extended family members (Aunts,  
   uncles, cousins, grandparents) 

“Alright, this is my cousin, Sarah, and we just, we always play together 
and stuff . . and she’s like one of my best friends.”  
“Because I love them . . .” (talking about grandparents) 

Non-family (Neighbors, friends, 
teachers, therapists) 

“That’s my friend . . . she’s my best friend . . . [my friends] . . . they’re the 
only ones that I can really be weird with.” 
“. . . because she always helps me pick out real good books” (talking 
about the school librarian] 

NON-PEOPLE 
   Objects/Personal Items (Cars,  
   household items, CDs, books,  
   toys, athletic items) 

“I like books because they give me something when I’m really bored, like 
when there’s nothing to do, like when I can’t play on my computer, and I 
can’t go outside, and none of my friends can play, and I’ve done all my 
homework, I’ve watched all the shows I can. So, I decided to read books.” 

   Animals  “It’s of my dog, and I took it because, well, he’s always fun to play with.” 
   Buildings/Scenery (Houses,  
   rooms in houses, churches,  
   schools)  

“I would have to move away if I didn’t have it . . . I would be living on the 
street.”.... (talking about his house) 
“That’s of my school because that’s where I learn what happens, what’s 
going on”  
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The number and percentage of snapshots taken 
in each theme/sub-theme were determined. Chi-
square goodness of fit analyses were conducted 
to determine if similarities existed in the percent-
age of photographs taken according to type of 
disability, gender, age, gender/disability, and 
age/disability. For age analyses, siblings were di-
vided into three age groups: 7-9-year-olds, 10-12-
year-olds, and 13-16-year-olds. Age ranges are 
based on both Piaget’s cognitive stage of devel-
opment and Vygotsky’s sociocultural theory of de-
velopment [82,83].  

RESULT 
Siblings of youth with DD took 729 photographs. 
Twenty-five were eliminated because they were 
blurry, or participants did not remember taking the 
photograph. From the remaining 704 photo-
graphs, two major themes emerged: people and 
non-people. Most photographs contained people 
(N = 475; 67%). Refer to Table 3 for the total 

number and percentage of photographs taken in 
each theme and sub-theme. 

Most people photos were of family members (N = 
410; 86%). The most frequent family member 
photographed was the young person with the DD 
(N = 163; 40%), followed by TDS (N = 101; 25%); 
mixed groups of family members (N = 44; 11%); 
parents (N = 43; 10%); the sibling him/herself (N = 
32; 8%); and extended family members (N = 27; 
7%).  

When talking about photographs of the youth with 
DD, participants either described the young per-
son’s characteristics or mentioned why the young 
person was important. For example, the 11-year-
old sister of a young person with ASD said, “. . . 
she’s very lonely all the time . . . because she 
doesn’t really understand the stuff that we do.” 
The 9-year-old brother of a young person with DS 
said, “Without him I wouldn’t know a lot of things, 
and I wouldn’t be able to go to a lot of things . . . 
and without him, I don’t know what I’d do.” 

Table 3: Photograph Analysis  

Theme/Sub Theme 

Total 
 
 

N (%) 

Female  
Siblings 
(N=15)† 

N (%) 

 Male  
Siblings 
(N=15)† 

N (%) 

Siblings of 
YWASD* 

N=14 
N (%) 

Siblings of 
YWDS** 

N=16 
N (%) 

People  475 (67) 280 (81) 195 (55) 186 (56) 289 (78) 

 Family 410 (86) 227 (81) 183 (94) 164 (88) 246 (85) 
 YWDD*** 163 (40) 92 (41) 71 (39) 48 (29) 115 (47) 
 TDS**** 101 (25) 62 (27) 39 (21) 46 (28) 55 (23) 
 Mixed  44 (11) 29 (13) 15 (8) 15 (9) 29 (12) 
 Self  32 (8) 14 (6) 18 (10) 9 (5) 23 (9) 
 Parents  43 (10) 16 (7) 27 (15) 24 (15) 19 (8) 
 Extended family   27 (7) 14 (6) 13 (7) 22 (13) 5 (2) 
 Non-family  65 (14) 53 (19) 12 (7) 22 (11) 43 (15 

Non-people 229 (33) 69 (19) 160 (45) 147 (44) 82 (22) 

 Objects 129 (56)  35 (51)  94 (49)  88 (60)  41 (50) 
 Animals   51 (22)  12 (17)  39 (24)  29 (20)  22 (27) 
 Buildings/scenery  49 (21)  22 (32)  27 (17)  30 (20)  19 (23) 
Total  704 (100) 349 (50) 355 (50) 333 (47)  371 (53) 

* Youth with Autism Spectrum Disorder. 
** Youth with Down syndrome. 
*** Youth with a developmental disability. 
**** Typically developing sibling. 
† Statistically significant inequalities are bolded. 
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The second most frequently photographed family 
member was TDS. These family members were 
photographed because of the relationship with 
participants or their characteristics, demonstrated 
by an 11-year-old brother of a young person with 
ASD who said, “. . . he just makes me so happy.” 
The teenage brother of a young person with DS 
said, He (the TDS) likes to spend time with her 
(youth with DS). Mixed groups of immediate family 
members (brothers, sisters, parents) were the 
third most frequent subject of photographs. Par-
ticipants noted this group was important because 
they helped/loved the sibling, and participated in 
activities together. For example, the 13-year-old 
sister of a youth with ASD said of a photo of her 
mother and brother, “and this is my mom and N 
(brother). I like to take pictures of N because he’s 
cute.” The 9-year-old brother of a young person 
with DS noted when describing a photograph of 
his immediate family, “I like my family because if I 
didn’t have them, then I probably wouldn’t be here 
right now . . . and I love them a lot.”  

The fourth most common family subjects photo-
graphed were parents. Mothers and fathers were 
important because of their relationships with par-
ticipants or because of what parents did for them. 
For example, an 8-year-old brother of a young 
person with ASD said “. . . He’s my father and he 
takes me places like Yellowstone.” The 13-year-
old sister of a young person with DS said of her 
mother, “. . . she’s one of my best friends. She’s 
the one that I can talk to the most.”  

Snapshots taken by participants of themselves 
were the next most frequent family member pho-
tographed. When asked why these photographs 
were taken, one 8-year-old brother of a youth with 
ASD said, “. . . because it’s me . . . because if I 
wasn’t here I wouldn’t be important.” The 11-year-
old brother of a young person with ASD noted, “I 
was taking a picture of myself. It was kind of hard. 
But, cause I’m pretty important to myself.”  

The least frequent family subjects photographed 
were extended family members including cousins, 
aunts, uncles, and/or grandparents. The 9-year-
old sister of a young person with ASD stated, “I 
like my uncle a lot . . . because he’ll help you with 
stuff you need and give you shoulder rides and 
things.” An 11-year-old brother of a young person 

with ASD said about his grandparents, “because I 
love them and they’re just really important to me.” 
When describing the photograph of her cousin, 
the 10-year-old sister of a young person with DS 
said, “she’s like one of my best friends.” 

The non-family snapshots (14% of people photo-
graphs; N = 65), included participants’ teachers, 
therapists, neighbors, or friends. These non-family 
members were seen as important, because “. . . 
she always helps me” (9-year-old sister of a young 
person with ASD talking about a snapshot of her 
friend). The 9-year-old sister of a young person 
with ASD, when talking about snapshots of neigh-
bors said, “ . . . they mean a lot cuz they always 
help you out . . . they don’t yell at you or any-
thing.” The 7-year-old sister of a young person 
with DS said of a snapshot of her teacher, “why 
it’s important to me is without a teacher you 
couldn’t learn.”  

Thirty-three percent of photographs taken by sib-
lings of youth with DD did not contain people. The 
subjects of the non-people photographs were per-
sonal items/objects, including posters, athletic 
equipment, cars, household items, CDs, books, 
and toys (N = 129; 56%); animals including dogs, 
cats, horses, ducks, turtles, and fish (N = 51, 
22%); and buildings/scenery (N = 49; 21%), in-
cluding houses, rooms in houses, churches, 
schools, and scenery.  

Personal items/objects were photographed by 
participants because they had special meaning, 
were reminders of significant events, showed 
achievement, or were entertaining. For example, 
the 8-year-old brother of a young person with ASD 
said of a wooden box, “This is my treasure chest 
that my grandpa made me for my birthday.” Simi-
larly, the 7-year-old sister of another youth with 
ASD said, “Because it was one of my first times in 
skating and I won a trophy . . . and I was really 
proud of myself.” The 10-year-old sister of a 
young person with DS described her attachment 
to a photograph of a stuffed animal: “That’s my 
favorite teddy bear. It used to be my brother’s so 
it’s really important to me.” The 13-year-old sister 
of a young person with DS mentioned her clog-
ging award certificate, “Because that’s one of the 
things that’s important to me.” 



Sibling Snapshots 19 

When describing participants’ snapshots of family 
pets or domestic animals, the 9-year-old sister of 
a young person with ASD said, “It’s a horse be-
cause I love horses.” An 11-year-old brother of 
another young person with ASD said, “That’s my 
dog . . . she’s really important and I love her . . . 
She’d protect our house from other dogs.” When 
asked why the image of his pet was important, the 
9-year-old brother of a youth with DS said, “Well, 
my dog is important because . . . I’ve like known 
him ever since I was born and he’s a real good 
friend. He always likes to play with me.” 

Buildings/scenery photographs were often de-
scribed as places of learning, living, family togeth-
erness, or scenes of places where participants 
remembered being. The 9-year-old sister of a 
child with ASD said of her house: “We can do 
things as a family.” An 11-year-old brother of a 
young person with ASD said of a snapshot of his 
school, “it helps me learn; it helped me know 
pretty much everything that I know.” The 7-year-
old sister of a young person with DS said of a 
photograph of the mountains, “. . . once I went hik-
ing in ‘em [mountains] and camping.” 

We used the chi square goodness of fit test to ex-
amine similarities between the percentage of pho-
tographs sisters and brothers took of people pho-
tographs and family photographs. We found the 
percentages were significantly different. See Ta-
ble 3. In addition, the percentage of photographs 
taken by the different age groups of family mem-
bers compared to the percentage of snapshots 

they took of non-family members were signifi-
cantly different. The 7-9-year-olds took a higher 
percentage of snapshots of TDS and him/herself 
than the two older age groups. On the other hand, 
the 10-12-year-olds and the 13-16-year-olds took 
a higher percentage of photographs of the youth 
with DD than the younger age group. See Figure 
1. 

Goodness of fit analyses also revealed inequali-
ties in the percentages of photographs of family 
members taken according to disability type. Refer 
to Table 3. Siblings of youth with DS took a higher 
percentage of snapshots of the youth with DD, 
TDS, mixed family members, and themselves, 
whereas siblings of youth with ASD took a higher 
percentage of photographs of parents and ex-
tended family members.  

All goodness of fit tests examining the percent-
ages of snapshots taken by the three different age 
groups according to disability type demonstrated 
inequalities. (See Table 4). 
 

Table 4: Chi Square; Differences According to 
Age and Disability Type 

 χ2 df N  p 

People/Non-people 42.7 5 704 < .001 
Family/Non-family 27.1 5 475 < .001 
Within family  337 25 410 < .001 
Non-people  94.9 10 229 < .001 

 
The highest percentage of ‘people’ photographs 
was taken by 10-12-year-old siblings of youth with 

 

Figure 1. Within family according to age bar chart. 
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DS (82%), and the highest percentage of ‘non-
people’ photographs was taken by 7-9-year-old 
siblings of youth with ASD (53%). However, when 
examining the percentages of photographs taken 
by each age group of siblings of youth with differ-
ent DD within the people category, 100% of pho-
tographs taken by 13–16-year-old siblings of 
youth with ASD were of family members. The 
highest percentage of photographs taken within 
the family subcategory was of the youth with the 
DD, snapped by 13-16-year-old siblings of youth 
with DS. Refer to Figure 2. When examining 
snapshots within the non-people category, the 13-
16-year-old siblings of youth with ASD took the 
most photographs of personal items/objects (75%) 
See Figure 3.  

All goodness of fit analyses examining the per-
centages of snapshots taken according to gender 
and disability type found inequalities. Refer to  
Table 5 for the specific chi-square analyses.  
 
Table 5: Chi Square; Differences According to 

Gender and Disability Type 

 χ2 df N p 

People/Non-people 31.6 6 704 < .001 
Family/Non-family 214.1 3 475 < .001 
Within family  55.4 15 410 < .001 
Non-people  31.6 6 229 < .001 

 
The highest percentage of people photographs 
was taken by sisters of youth with DS (83%); the 

 

Figure 2. Within family according to age and disability bar chart. 

 
Figure 3. Non people according to age and disability bar chart. 
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highest percentage of photographs of non-people 
was taken by brothers of youth with ASD (53%). 
However, when examining the percentages of 
people photographs taken according to gender 
and disability, 94% of photographs taken by 
brothers of youth with ASD were of family mem-
bers. On the other hand, the highest percentage 
of photographs taken within the family was of the 
youth with the DD, snapped by sisters of youth 
with DS (48%). Refer to Figure 4. When examin-
ing snapshots of non-people, brothers of youth 
with ASD took the most photographs of personal 
items/objects (62%). Refer to Figure 5. 

DISCUSSION 
This project used photo elicitation to determine 
what was important to siblings of youth with ASD 
or DS, and if the percentage of photographs taken 
according to sibling age, gender, and type of dis-
ability were equal. Although one study used video 
cameras to document experiences of siblings of 
young people with ASD, and other studies used 
photography to elicit communication with young 
people about their lives, no other investigators 
used photo elicitation to compare photographs 
taken by two different populations such as siblings 
of youth with ASD or DS [26,31-34,36,69,80,81]. 

 

Figure 4. Within family according to gender and disability bar chart. 

 

Figure 5. Non people according to gender and disability bar chart. 
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In the current study, photographs, considered a 
record of a person’s life, reminded siblings of ex-
periences/people, or allowed them to capture im-
portant images [71]. Siblings, were able to use 
cameras correctly, talked about experiences per-
haps not otherwise mentioned, and led the dis-
cussion as investigators learned about experi-
ences living with a young person with a DD. 

Siblings photographed people, including family 
and non-family, as well as non-people, including 
personal items/objects, animals, and build-
ings/scenery, similar to findings from other re-
search [20-22,43,44]. Additional information about 
family members or experiences not in photo-
graphs also appeared as siblings told investiga-
tors what was important about snapshots  

Siblings of youth with either disability took a 
higher percentage of photographs of people com-
pared to non-people. This finding is similar to the 
distribution of photographs taken by other popula-
tions, suggesting people are more important than 
objects to participants [33,36,75,77-79,81,84-86].  

The most common ‘people’ photographs were 
family rather than non-family members. These re-
sults are similar to other investigators who learned 
family was more frequently photographed by par-
ents of young people with DD and young people 
with DD [79,85]. Similarly, photographs taken by 
youth who recorded important consumer items, or 
those photographing examples of literacy in the 
home, were also family members, even though 
participants were not asked to photograph family 
members [31,32,87]. Reasons participants gave 
for taking snapshots of family reflected them being 
loving, helpful, and able to participate in activities. 
These reasons suggest participants are similar to 
other young people in their middle school years 
who often feel families are a source of comfort, 
nurturing, and emotional support [89,90].  

We also discovered the young person with the DD 
was the most often photographed family member. 
This is not surprising since on average, young-
sters report positive relationships with their sib-
lings, whether or not they have a disability, and 
compared to siblings growing up with a TDY, sib-
lings of youth with DD report less competition, 
fewer quarrels, and greater admiration for the 

youth [41]. Van Riper suggested a young person 
with a DD may create a growth-producing experi-
ence for families and can have a positive influ-
ence on family members [12]. Other investigators 
found siblings admired the young person, were 
proud of the young person’s efforts and achieve-
ments, reported positive aspects of living with the 
youth, and believed time spent together was fun 
[6,26,41,91]. Finally, snapshots may reflect re-
sponsibility siblings have in caring for the youth 
with the DD or feelings of sorrow for the young 
person with the DD [15,22]. 

The second most frequent family member photo-
graphed was TDS. These family members were 
also commonly photographed by youth with DD 
[78]. Brothers and sisters are important to each 
other, perhaps because of their duration, egalitar-
ian nature, and common cultural milieu. Sibling 
relationships are often the first, most intense, and 
longest peer relation an individual will have [92]. 
They help youth learn sociable and problem be-
haviors, and provide emotional/physical contact at 
critical life stages [93,94]. These family relation-
ships also allow siblings to express feelings and 
share ideas as they experience rivalry, support, 
and loyalty [21].  

Fourteen percent of the ‘people’ photographs 
were of non-family. These individuals were impor-
tant to participants based on their interactions and 
support offered. In fact, the most common photo-
graph taken by preschool children, when asked to 
photograph what they wanted, was of preschool 
staff or other preschoolers [33]. Interactions and 
support offered by non-family members to families 
of youth with DD are critical. Ekas and colleagues 
discovered support offered by friends of parents 
raising youth with DD was helpful in reducing 
negative effects of raising the young person [95]. 
Perhaps the same effect occurs with siblings of 
youth with DD.  

Thirty-three percent of photographs taken by par-
ticipants did not contain people, but were of per-
sonal items/objects, animals, or buildings/scenery. 
This might indicate siblings’ attachment to these 
non-people items or symbolize accomplishments, 
interests, important events, or significant people. 
Recording the situation with a photograph may 
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help memorialize it [31]. Twice as many personal 
items were photographed as animals, build-
ing/scenery. Similar percentages of photographs 
were taken by young people with disabilities in a 
previous study [78]. 

While both genders of siblings took a higher per-
centage of photographs of people compared to 
non-people, sisters took a higher percentage of 
photographs of people than brothers. This may be 
because females are often encouraged more than 
males to assume expressive roles involving being 
sensitive, nurturing, cooperative, and kind to other 
people [98,99]. The most common people photo-
graphed by siblings of both genders were family 
members. However, brothers took a higher per-
centage of photographs of family members than 
sisters did.  

There were differences in the percentages of pho-
tographs taken by the three age groups of family 
members. The 7-9-year-olds took a higher per-
centage of snapshots of TDS than the two older 
age groups. Younger siblings may have taken 
more photographs of TDS because they were 
more available; as this age group may be less 
likely to be out of the home playing, than older sib-
lings. Finally, this age group is not as independent 
as other age groups and may be more dependent 
on TDS for interactions or entertainment than sib-
lings of other age groups.  

The younger age group also took a higher per-
centage of photographs of themselves than the 
other two age groups, and many were of accom- 
plishments. School-aged children are in Erikson’s 
stage of industry/inferiority and often involved in 
various hobbies, sports, or academic projects 
[100]. Since one’s self-worth is a product of these 
activities, these young people may photograph 
themselves participating in these activities in order 
to remember their proudest moments. The 10-12-
year-olds and the 13-16-year-olds took a higher 
percentage of photographs of the youth with the 
DD than the youngest age group. These older sib-
lings may assume more responsibility for care or 
supervision of the youth, than the younger sib-
lings. They may be quite attached psychologically 
to this youth thus reflecting why participants took 
such a high percentage of photographs. 

There were inequalities in the proportion of photo-
graphs taken by siblings of youth with ASD com-
pared to DS. Siblings of youth with DS took a 
higher percentage of snapshots of the youth with 
DD, TDS, mixed family members, and them-
selves, whereas siblings of youth with ASD took a 
higher percentage of photographs of parents, and 
extended family members. A possible explanation 
for this is because youth with DS tend to have bet-
ter social behaviors and communication skills, al-
lowing for more positive interactions than many 
youth with ASD, who are often socially isolated, 
display inappropriate emotional reactions, and ex-
hibit abnormal responses to sensory experiences 
[56,91].  

Interestingly, siblings of youth with ASD took a 
higher percentage of photographs of parents and 
extended family members compared to percent-
ages of photographs taken by siblings of youth 
with DS. Parents were seen as important to this 
group, and interview data indicated participants 
took these photographs because of their connec-
tion, love, and affection for the parent. Parents 
play an irreplaceable role in the lives of their chil-
dren and the parent/child relationship can impact 
a young person’s long-term physical and emo-
tional well-being [101]. The extended family mem-
bers, which included aunts, uncles, cousins and 
grandparents, probably were helpful and suppor-
tive to the siblings, and indicated their relation-
ships were important.  

Inequalities were noted in the percentage of pho-
tographs according to age and disability. The 10-
12 and 13-16-year-olds from both types of disabil-
ity and the 7-9-year-old siblings living with a youth 
with DS took a higher percentage of photographs 
of people compared to non-people. The highest 
percentage of photographs of people was taken 
by 10-12-year-old siblings of youth with DS, but all 
age groups of siblings of youth with DS snapped 
more photographs of people than did siblings of 
all ages of youth with ASD. These photographs 
may reflect siblings’ interest in people compared 
to personal items/objects, animals, or build-
ings/scenery, and the fact they live with a person 
whose relationships tends to be more reciprocal 
than a youth with ASD. Interestingly, all sibling 
age groups of youth with ASD took a higher per-
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centage of photographs of non-people than sib-
lings of youth with DS. The highest percentage of 
photographs of non-people was taken by 7-9-
year-old siblings of youth with ASD. The genetic 
nature of ASD may suggest these siblings, no 
matter their age, have a broader autism pheno-
type, and perhaps indicates they are not as inter-
ested in taking photographs of people as siblings 
of youth with DS [102]. All age groups from both 
types of disability took a higher percentage of 
photographs of family compared to non-family. In 
fact, 100% of photographs taken by 13-16-year-
old siblings of youth with ASD were of family 
members. Perhaps a higher percentage of family 
was photographed because of accessibility. The 
high percentage of family photographs across 
ages and disability may also reflect connections 
participants have with family members and their 
desire to capture these connections with cameras.  

When examining the percentage of photographs 
of family members across ages and disability 
groups, 13-16-year-old siblings of youth with ASD 
took the highest percentage of photographs of ex-
tended family members compared to the other 
age groups and no photographs of parents. Ex-
tended family may be important to these siblings. 
Perhaps relationships with parents were strained 
because these teens were expected to assume 
extra responsibility caring for the youth with ASD 
compared to the younger siblings, as well as more 
household chores [65]. 

Thirteen to sixteen year-old siblings of youth with 
DS took no photographs of extended family mem-
bers or themselves. Extended family may not 
have been accessible. However, it is interesting 
these 13-16-year-old siblings and siblings of youth 
with ASD (who took only 5% of their family photo-
graphs of themselves) took so few snapshots of 
themselves. Teenagers are in Erikson’s stage of 
identity/role confusion, and according to Elkind, 
have a sense of their own uniqueness (personal 
fable) and frequently believe they are important to 
an imaginary audience [100,103]. That is why it is 
surprising that this age group took so few photo-
graphs of themselves.  

The highest percentage of photographs taken of 
family members was of the youth with the DD, 

snapped by 13-16-year-old siblings of youth with 
DS. However, when examining the percentage of 
photographs taken across age and disability 
groups, it is interesting the percentage of photo-
graphs taken of the youth with DD increased with 
age, except for the 13-16-year-old siblings of 
youth with ASD, where the percentage of photo-
graphs taken (16%) was almost equal to the per-
centage of photographs snapped by 7-9-year-old 
siblings of youth with DS (14%). The changes in 
the percentage of photographs taken across age 
groups may be related to siblings taking more in-
terest in the youth with the DD, having more time 
to spend with the youth, or being assigned to be 
more responsible for the youth’s care as the sib-
ling got older. The 13-16-year-old siblings of youth 
with ASD may have taken a lower percentage of 
photographs of the youth because they did not 
interact as much with the youth compared to the 
other age groups due to school activities, work, or 
the young person’s behaviors. Another explana-
tion could be that these siblings may not see the 
young person as being as important in their lives 
as other family members. This age group of sib-
lings of youth with ASD may also view the youth 
as a burden or an embarrassment, and aware of 
changes made in the family because of the 
youth’s condition.  

When examining snapshots of non-people, all age 
groups of siblings of youth with ASD took a higher 
percentage of photographs of personal items/ 
objects compared to all age groups of siblings of 
youth with DS. As mentioned earlier, this may re-
flect siblings of youth with ASD as possibly having 
a broader autism phenotype with autistic symp-
toms not being clinically significant, but reflected 
in their greater interest in personal items/objects 
than siblings of youth with DS [100]. On the other 
hand, the 7-9-year-old and 10-12-year-old siblings 
of youth with DS took a higher percentage of 
buildings/scenery than all ages of siblings of youth 
with ASD or 13-16-year-old siblings of youth with 
DS. These differences may mean it is easier for 
younger siblings of youth with DS to take snap-
shots of buildings rather than animals or personal 
items/objects.  

Another interesting finding is, as siblings got older, 
except for 13-16-year-old siblings of youth with 
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ASD, (who took no photographs of animals), they 
took more photographs of animals. Perhaps these 
participants assumed more responsibility in caring 
for family pets as they got older, or they became 
more interested in animals, which were more ac-
cessible, and consequently photographed them.  

Differences were noted in the percentage of pho-
tographs taken according to gender and disability. 
Brothers of youth with DS and sisters living with 
young people with ASD or DS took a higher per-
centage of photographs of people compared to 
non-people. The highest percentage of people 
photographs was taken by sisters of youth with 
DS. It is not surprising sisters took more pictures 
of people than brothers. As noted before, females 
tend to assume expressive roles involving sensi-
tivity, nurturance, cooperation, and kindness [98, 
99]. However, brothers of youth with DS may have 
taken more photographs of people than brothers 
of youth with ASD because they live with a youth 
who tends to be easier to interact with compared 
to youth with ASD. 

The highest percentage of photographs of non-
people was taken by brothers of youth with ASD. 
This may be related to the genetic nature of ASD 
and how some characteristics of ASD are present 
in siblings even though not manifested clinically, 
and brothers’ interest in photographing non-
people (personal items/objects, animals, build-
ings/scenery). Brothers and sisters living with 
youth with both types of disability took a higher 
percentage of photographs of family compared to 
non-family. However, the highest percentage of 
snapshots was taken by brothers (93% of photo-
graphs taken by brothers of youth with DS and 
94% of photographs taken by brothers of youth 
with ASD). These siblings see their family as im-
portant; however, reasons why brothers took such 
a high percentage of photographs of their families 
requires more investigation. 

Sisters of youth with ASD or DS took a higher 
percentage of photographs of non-family than did 
brothers. This might indicate sisters are more 
broadly connected to people outside the family 
including friends or other adults than brothers. It 
may also reflect their view of peers as close 
friends, whose relationships tend to be intimate 

and characteristically involve exchanges of emo-
tional support and self-disclosure [104].  

The highest percentage of photographs taken of 
family members was the young person with DD, 
taken by brothers and sisters of youth with DS 
and brothers of youth with ASD, with the highest 
percentage taken by sisters of youth with DS. Sib-
lings of youth with DS may have taken high per-
centages of this young person because youth with 
DS tend to have better social behavior and com-
munication skills and be better behaved, allowing 
for positive and more frequent sibling interactions 
[56]. In addition, these youth may have been eas-
ier to capture on photographs and more willing to 
pose compared to youth with ASD. The highest 
percentage of photographs taken by brothers of 
youth with ASD (34%) were of the youth with 
ASD, and the highest percentage of photographs 
taken by sisters of youth with ASD (31%) were of 
TDS. Siblings view the TDS and the youth with 
ASD as important family members, reflecting the 
connection and support siblings have with one 
another. 

Male and female siblings of youth with ASD took a 
higher percentage of photographs of personal 
items/objects than did brothers and sisters of 
youth with DS. This may again reflect characteris-
tics of the broader autism spectrum regarding fixa-
tion with personal items/objects [105]. However, 
siblings of youth with DS may be more focused on 
people because they live with a young person with 
DS who is often affectionate and positive in rela-
tions with others [54-56].  

We noted at least six study limitations. First, there 
were no safeguards to prevent parents from sug-
gesting which photographs siblings should or 
should not take, even though they were encour-
aged to let participants photograph whatever they 
wanted. Second, siblings may have forgotten to 
take snapshots while they had cameras, or 
wanted to take photographs of something impor-
tant, but cameras were not available. Third, par-
ticipants were fairly homogeneous; families were 
middle class, Caucasian, lived in the same urban 
area, and parents were well-educated. Fourth, 
perhaps because they did not know the investiga-
tors well, or because of their developmental level, 
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younger siblings sometimes had difficulty articulat-
ing why images were important. Fifth, there was 
no information as to the levels of impairment the 
youth with DD experienced, which may have in-
fluenced the kind of photographs participants 
took. Lastly, differences between the age of par-
ticipants and the youth with the DD; birth order of 
participants and youth; or the number of other 
children/adolescents in the family could have ef-
fected results. 

Recommendations for further research include 
using different qualitative methods (e.g., diaries, 
open-ended questions, drawings, video cameras) 
and then comparing analyses across methods. 
Future research may also consider using siblings 
living with youth experiencing a variety of chronic 
conditions/disabilities or raising only TDY from 
different geographic areas, ethnic groups, or so-
cioeconomic classes so comparisons are possi-
ble. We are just beginning to learn about sibling 
experiences when they live with a young person 
with a DD, and obtaining data about their lives us-
ing a variety of different methods is important 
[106].  

We have learned much from this study. First, we 
learned there are differences in what siblings pho-
tographed according to age, gender and disability 
reflecting what is important in their lives. All ages 
of siblings and siblings of both gender see people, 
and specifically family, as more important than 
non-people or non-family. Therefore, healthcare 
professionals need to learn more from youth who 
seem to have challenges interacting with people 
or family so they might improve those interactions. 
However, we also learned siblings see TDS and 
the youth with the DD as important and as a valu-
able part of their lives, and those relationships 
should be encouraged. Although non-family were 
not photographed as much as family, especially 
for brothers, interactions with non-family should be 
encouraged as these individuals might provide 
support not always available for families raising 
young people with a DD. We also learned siblings 
of youth with ASD, and more commonly brothers 
of these youth view non-people and especially 
personal items/objects as important in their lives. 
This may reflect siblings’ greater interest in per-
sonal items/objects than people, as is common in 

those with ASD, and if combined with other signs 
of ASD may need further evaluation for ASD.  

CONCLUSION  
From this study, professionals are reminded sib-
lings’ perspectives of their lived experience may 
not be the same as what adults report. Photo elici-
tation, one of many qualitative methods, can be 
valuable in filling a gap in the literature regarding 
siblings’ experiences, and obtaining their perspec-
tives. It may also be an intervention itself, since 
sometimes having an adult interested in what is 
said by young research participants is beneficial. 
Indeed, an effective method of understanding par-
ticipants’ lives enriching other methods and ap-
plied across different populations is photo elicita-
tion. Photo elicitation also allows insights into par-
ticipants’ lives, and captures memories discussed 
later during interviews. Siblings’ perspective of 
living with a young person with ASD or DS is im-
portant, and photo elicitation is an appropriate 
method for gathering information not obtained 
through other means. 
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