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Abstract

Purpose—To identify through focus groups of visually impaired children and their parents,
relevant content for a vision-targeted health-related quality of life questionnaire designed for
children ages 6-12.

Methods—Six focus groups of children with vision impairment ages 6 -12 and six focus groups
of their parents were conducted by trained facilitators using a guided script. Sessions were
recorded, transcribed and coded per a standardized protocol for content analysis. Comments were
placed in thematic categories and each coded as positive, negative or neutral.

Results—Twenty-four children (mean age 9.4 years) with vision impairment from a variety of
causes and 23 parents participated. The child focus groups generated 1,163 comments, of which
52% (n=599) were negative, 12% (n=138) were neutral and 37% (n=426) were positive. The three
most common topical areas among children were: glasses and adaptive equipment (18%),
psychosocial (14%) and school (14%). The parent focus groups generated 1,952 comments of
which 46% (n=895) were negative, 16% (n=323) were neutral and 38% (n=734) were positive.
The three most common topical areas among parents were: school (21%), expectations or
frustrations (14%) and psychosocial (13%).

Conclusions—Pediatric vision impairment has significant effects on health related quality of
life, as reported by children with vision impairment and their parents in their own words. These
findings will provide the content to guide construction of a survey instrument to assess vision-
specific, health-related quality of life in children with vision impairment.
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Although children represent a small proportion of visually impaired or blind persons in the
United States when compared to the older adult population, they represent a significant
public health concern due to the number of life-years affected.l: 2 In 1996 it was estimated
that the global financial cost of childhood blindness (defined according to the World Health
Organization — best corrected vision of 20/400 or worse) in terms of loss of earning capacity
is between US$6 trillion and $27 trillion, surpassing the cost of adult blindness®. Most of
this loss occurs in high-income countries like the U.S. where the prevalence is lower, but
children live longer and have greater earning capacities. In fact, only cataract ranks higher
than childhood blindness on the global burden of eye disease when measured in disability
adjusted life years.3 However, the implications of pediatric vision impairment on health-
related quality of life (HRQoL) are not well understood.

The National Eye Institute Vision Function Questionnaire (NEI VFQ) is a widely used
instrument designed to assess vision-specific HRQoL across a range of chronic eye diseases
and low vision in the adult population.*-8 However, many items, for example those about
driving or about staying home due to vision, do not apply to children. In addition, some
content domains (e.g., school) particularly pertinent to children are not included. Thus, it is
not ideally suited for use in children.

Development of HRQoL instruments for children is challenging.” Developmental issues are
probably the most significant when developing or choosing a HRQoL measure for children®
since developmental changes in attention, time perception, language ability, emotional
processes and understanding of health and illness occur as a child matures. Children may
also place differing levels of importance on areas of concern as they age, for example the
visibility of their impairment to others may play different roles as they develop.? Although
an older child (e.g. teenager age = 16 years old) might be able to validly and reliably
respond to a HRQoL instrument developed for an adult populationl9, for the many reasons
just discussed, a younger child’s responses on this same questionnaire are likely to be
invalid and/or unreliable. Some HRQoL instruments for children developed for non-visual
domains, have overcome this challenge with the use of age-specific formats.”

There has been increased interest in measuring HRQoL among children with vision
impairment because the patient’s perspective is becoming increasingly important as an
outcome measure in clinical trials in ophthalmology.1! Five instruments that assess the
impact of visual conditions on children have been reported in the literature, however three of
those address only the physical (visual ability) aspects of HRQoL. At a minimum, to assess
HRQoL, physical, emotional and social domains should be addressed.” The LV Prasad
Vision Function Questionnaire was designed to assess functional vision problems (e.g.
locating a ball, threading a needle) and is more appropriate for use in developing
countries.12 This questionnaire does not address domains involving social, emotional or
school functioning. The Effect of Youngsters’ Eyesight in Quality of Life instrument (EYE-
Q) was developed and used to evaluate the effect of uveitis on visual function in children
with juvenile rheumatoid arthritis.13 This instrument also focuses on function, asking
questions about the level of difficulty required to complete 13 tasks. The Cardiff Visual
Ability Questionnaire for Children! also focuses on visual function, asking questions only
about task difficulty.

Two instruments do address the all three domains of quality of life. The Children’s Vision
Function Questionnaire (CVFQ)1® was designed for use in children less than 7 years of age.
The content of sixty-one items were developed based on expert opinion and not from
structured interviews or focus groups with the target population, namely visually impaired
children or their proxies (e.g., parents). The CVFQ has been shown to be valid and reliablel®
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for its intended population, children < 7 years old. The content of the Impact of Vision
Impairment for Children (1VI_C)17 was derived based on interviews and focus groups of
parents and teachers of the visually impaired as well as children, however only children > 11
years old participated in their focus groups. The IVI_C has been shown to be
psychometrically valid for Australian children ages 8 to 18.18 While both of these
instruments (CVFQ and I1VI_C) are useful, neither is optimal for those children in the 6 to 8
age range, and neither offers both a parent and child format. Thus, development of a new
instrument is needed to fully understand the HRQoL of youngsters in the earliest stages of
their formal education.

Our eventual goal is to develop a non condition-specific vision-targeted HRQoL instrument
for use with visually impaired children ages 6 through 12 . Multiple forms will be
developed, including child age-appropriate versions as well as a parent/guardian version.
Such an instrument will be useful in measuring outcomes in studies evaluating rehabilitation
approaches in children with low vision. Toward this goal, this study identifies the
appropriate content for this instrument through the use of focus group and content
methodology.

METHODS

Focus group participants were recruited from the Center for Low Vision Rehabilitation at
the University of Alabama at Birmingham (UAB). Potential participants were identified by
medical record review of all children seen in the prior 3 years who were ages 6 to 12 years
old at the time of the review. Eligibility criteria were: aged 6 to 12 with organic vision
impairment, best-corrected visual acuity between 20/40 and 20/800 in the better eye,
inclusive, and no documentation of cognitive impairment in the clinical record. An initial
letter of introduction to the project was mailed to the parents from their child’s optometrist
(DKD). Parents were then contacted by phone to determine interest in participating in focus
groups about childhood vision impairment. Interested parent/child pairs were scheduled for
participation. Six child focus groups were conducted; 2 groups of children 6 to 7 years old, 2
groups of children 8-9 years old, and 2 groups of children 10-12 years old. There were also
six parent focus groups conducted separately from the children’s groups in an adjacent
room: at least one parent of each child was placed into a group to parallel the age group
assignment of his/her child’s group. The lower age limit of 6 years old for the child’s groups
was set since previous work has shown that younger children are typically not able to
reliably participate in focus group exercises. 19 20

This research followed the tenets of the Declaration of Helsinki, and Institutional Review
Board approval at UAB was obtained. Written parental consent and child assent were
obtained for all participants after the nature and possible consequences of the study were
explained and prior to the start of the focus groups. The facilitator for the children’s focus
groups was an experienced elementary school teacher with extensive training in conducting
focus groups. A trained facilitator also led the parent groups. An assistant was present in
each room to operate the audio recorders and help as needed. Two scripts covering the same
topics (Table 1) were developed, one for the child groups and one for the parent groups.
Questions in the script were open-ended and concluded with a final question offering the
participants the opportunity to discuss areas not specifically queried. The content of the
scripts are available at http://medicine.uab.edu/eyedoc/79227/.

The focus groups took place in late afternoon after the school day ended. For the child focus
groups, children were informally introduced over a snack and chatted together prior to the
start of the focus groups. Once the focus group discussion began, the facilitator laid the
ground rules for participation (e.g. everything they have to say is important, it is okay to talk
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with each other as well as the facilitator, but one person at a time may speak). In the parent
focus groups, after the facilitator laid out the ground rules, the parents were asked to
introduce themselves and to share a few words about something they did that was fun
recently. Child focus groups lasted 60 minutes or less, while parent groups lasted up to 80
minutes.

Audio recordings from all groups were transcribed word for word by a professional
transcriptionist; the participant providing each comment was identified by first name in the
transcript. Data were summarized using well-established methods discussed by Holsti?! and
used to develop the NEI-VFQ 5, the NEI-RQL, 22 and the Low Luminance Questionnaire 23,
During a first-pass reading of the transcript, major themes were identified. The major themes
were operationally defined in order to create categories that were both mutually exclusive
and exhaustive. Coding rules were written so that comments could only fit into one
category. During a second pass of the data, items were categorized as positive (activity can
be done adequately, pleasant comments were made or expression of a positive affect),
neutral (no affective tone detected, factual statements unrelated to disability) or negative
(being limited or having difficulties with activities, or any negative emotion or thought
associated with vision). A second experienced coder categorized approximately15% of the
comments using the same coding rules as the primary coder. Disagreements between coders
were resolved by referring back to the coding guidelines and discussion. Cohen’s x 24 was
calculated for both the child and parent focus groups to assess inter-rater reliability. A x of
0.60 was predetermined to be acceptable.?

Six focus groups were conducted with children with vision impairment and six focus groups
were conducted with their parents. A total of 24 children and 23 parents participated. Group
sizes ranged from 3 to 6 persons. Participants were 91.5% white and 8.5% African
American. The average age of the children was 9.4 + 1.96 years. The majority of
participating parents were female (82.6%) while the majority of child participants were male
(62.5%). There were a wide variety of diagnoses for the children’s vision impairment as
well as a range of best-corrected visual acuity (Table 2). Inter-rater agreement in coding the
transcripts was excellent (x=0.87 for child focus groups and x= 0.79 for parent focus

groups).

Child Focus Groups

Overall, the child focus groups generated 1,163 comments, of which 52% (n=599) were
negative, 12% (n=138) were neutral and 37% (n=426) were positive (Figure 1). Frequency
distribution of the comments can be found in Table 3, while ranking of the negative
(problem) comments by category can be seen in Figure 2.

Glasses and adaptive equipment were the most frequently discussed topics during the child
focus groups, ranking first in frequency for positive comments and second for negative
comments. Typical positive comments from the children’s focus groups included: “I got this
thing called an easel, it’s helpin’ me a lot” or “When I’m usin’ the CCTV | get really relaxed
and kind a like usin’ it. It’s really fun”. Typical negative comments pertained to glasses and
included: “I wanna get contacts because the nose part hurts and you have to keep up with
them” or “I hate wearing glasses”.

Psychosocial comments were the second most frequent during the child focus groups and
had the highest percentage of negative comments (66%). These negative comments
accounted for almost one fifth (18.2%) of all negative comments mentioned. Examples from
the child focus groups include: “It’s kind of weird when people look at my eyes. They’re
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like what’s wrong with your eyes, stop doin’ that, and | can’t because | have albinism”,
“everybody makes fun of me” and “when | make friends | don’t tell them | have bad vision
until the middle of the year”.

School-related topics ranked third overall in the child focus groups. Comments were nearly
evenly split between negative and positive/neutral comments. Examples of negative
comments include: “I can tell that | can’t see things because people at my class can just open
a book, a chapter book and read it and | have, | can’t see the words when | try to do that”
and “I couldn’t see the words so | couldn’t practice with my class and it was really hard.”
Positive comments included statements like “she does my textbook because my textbook is
biggest and everyone can see it and it’s really neat how um I get to use these big textbooks”
and “sometimes he [the teacher] helps me by telling, saying what he wrote or sometimes he
will write it bigger so | can read it.”

The top three areas with respect to frequency accounted for 47% of all comments among the
children. The remaining areas, from most common to least common were: mobility, medical
care and associated symptoms, participation, activities of daily living, general vision,
expectations and frustrations, near vision and dependency. Comments about general vision
had by far the lowest proportion of negative comments (10.6%) while participation in social
and recreational or sporting activities had the greatest proportion of negative comments
(67%).

Parent Focus Groups

Parent focus groups generated 1,952 comments of which 45.9% (n=895) were negative,
16.6% (n=323) were neutral and 37.6% (n=734) were positive (Figure 1). Frequency
distribution of the comments can be found in Table 3, while ranking of the negative
(problem) comments by category can be seen in Figure 3.

School-related comments ranked first in frequency among parent focus groups, accounting
for 21.1% of all comments. Roughly half (47.3%) were negative. Typical negative
statements included: “we had a second grade teacher that told us that she was wasting her
time teaching my child because he was visually impaired “ or “if they are writing on the
board, if they use a yellow marker, there’s not enough contrast. He struggles with that.”
Whereas positive comments often related to accommodations: “This year, he does all his
work independent, it’s amazing. And the differences are they are giving him enlarged things,
he’s using a scanner, read software and just things like that that are working for him” or
“They have enlarged anything and they have done anything that I’ve asked them to do.”

The second most common topic was expectations and frustrations. The comments were
almost evenly split between negative and positive/neutral. Frustrations typically centered
around a lack of a cure for their ocular condition, such as: “I wish they could transplant new
nerves cause see that’s our child’s problem mainly is the nerves are dead” or “His is, it gets
progressively worse so you know | have to stress every, you know, is it going to be worse
this year?” Positive comments centered around hope: “My family has always hoped for a
cure. Um, we, we believe in prayer and that’s one of the, the big things that gets us through”
and “it always amazes me that everywhere | go, | find out something new that will help my
son.”

Psychosocial comments were the third most common type. In the parent groups they were
approximately evenly split between positive and negative comments. Positive comments
often mentioned siblings or close friends being helpful: “He was in kindergarten through the
fifth grade with his same group and there were a lot of his friends that realized his vision
problem and knew what it was and they helped him accommodate” or “My oldest is very
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good with (child’s name) as far as vision. | mean, he always wants, every time we’re
anywhere, he wants to make sure that (child’s name) can see.” Negative comments were
most frequently about other children teasing their child. For example: “they’ll say stuff like
what’s wrong, retard, can’t you catch the ball, you know cause he just can’t see it and a lot
of the kids don’t even realize he has a visual problem so, you know” or “we’ve had a lot of
teasing because of her eyes, the nystagmus, and our girls have pure white hair so they are
just extremely different and so yeah, that’s been a real struggle.”

The top three areas with respect to frequency accounted for 48.5% of all comments among
the parents. The remaining areas, from most common to least common were: glasses and
adaptive equipment, medical care and associated symptoms, general vision, mobility,
participation, activities of daily living, dependency and near vision. Near vision had the
highest percentage of negative comments (68%) and glasses and adaptive equipment had the
least (31%).

DISCUSSION

The focus group process identified the relevant content areas for development of a vision-
targeted questionnaire on pediatric HRQoL. Although focus groups have been conducted for
older children with vision impairment (ages 11-18)17 this work represents the first focus
groups of younger (ages 6 to 12) children with vision impairment. It is also the first time that
parent/child dyads have participated in this type of research. Proxy reporting of quality of
life has been shown to have serious limitations. One meta-analytic study looked at 119
studies for the consistency between informant reports on behavioral and emotional problems
in pediatric subjects. The correlation between informants playing similar roles (e.g. pairs of
parents or pairs of teachers) was 0.60, whereas the correlation between different types of
informants (e.g. parent and teacher) was only 0.28. However, children’s self-report had the
lowest correlation (0.22) with those of informants.26 There are many explanations for this
discordance including lack of knowledge on the informant’s part, the relationship between
child and informant, denial, provision of socially desirable answers and the informants own
biases and personal problems.2” By obtaining both the parent and child perspectives from
members of the same family, we gained a broader understanding of the perspectives of these
two groups on the same topics. Additionally, since we plan to develop both parent proxy and
child report formats for this new questionnaire, this work has generated much information
about parents and children discuss these topics in their own words.

School is an important aspect of life for all children, so it is not surprising that much of the
discussion centered on school. The comments were nearly evenly split between negative and
positive/neutral. This may in large part be due to there being considerable disparity in
educational services received by the children participating in our study. In the geographic
area where our study was based, fewer services are available for children attending schools
in more rural areas, as compared to urban and suburban areas. Parents and children receiving
more assistance in terms of specialized teaching and/or adaptive equipment in the school
setting were more likely to make positive comments. Our analysis revealed that school-
related issues will be an important domain to include in a vision-targeted HRQoL instrument
for visually impaired children since it is such an integral part of a child’s life. Given the
long-term implications of education on employment and the link between employment and
quality of life, education (school) is an essential domain for a HRQoL instrument for
visually impaired children. Previous research has shown that only about 25% of people = 16
years old with vision loss were in the workforce in 2010.28 Understanding the vision-
targeted quality of life issues related to education may enable strategies to be developed to
increase employability.

Optom Vis Sci. Author manuscript; available in PMC 2013 September 01.



1duasnuey Joyiny vd-HIN 1duasnuey Joyiny vd-HIN

1duasnuey Joyiny vd-HIN

DeCarlo et al.

Page 7

With regard to psychosocial comments, children frequently noted that they were excluded or
picked on by peers due to their appearance (e.g., glasses, nystagmus, hypopigmentation).
Children’s negative comments on psychosocial issues were 2-fold more common than that
of their positive comments. However, interestingly parents comments were evenly split
between positive and negative, perhaps suggesting that the personal emotional burden of
vision impairment expressed by visually impaired children may be more prominent in their
everyday life than parents believe or are able to discuss in a group setting. Many children
reported episodes of being a victim of verbal bullying and often expressed feelings of
helplessness; a few reported episodes or fear of physical bullying. There have been no
published studies concerning bullying of children with vision impairment, however, studies
have shown that children with other disabilities are targets for bullying.2%: 30 While parents
in our groups noted that their child may be teased or left out because of their vision, they
also reported that having a good peer support network is critical, and that friends and
siblings were typically accommodating. These comments provide guidance for development
of questions to further explore this important area.

None of the available vision-targeted pediatric HRQoL questionnaires delve into physical
symptoms, associated with vision impairment. Our focus groups show that this area is of
significant concern to both parents and children. Positive comments in this domain typically
represented an appreciation for the eye care they received as well as acknowledgement that
the burden of receiving the care was low (most reported only 2-3 eye doctor visits per year).
However, medical care and condition-associated symptoms ranked 4™ and 5 in terms of
the number of negative comments generated in the child and parent focus groups,
respectively. Visual fatigue and reading-associated headaches severe enough to limit
productivity were the source of many negative comments. While practitioners specializing
in providing low vision care commonly hear these complaints, they are not reported as
symptoms of eye conditions causing pediatric vision impairment in the literature. Such
symptoms, when present, would clearly have a negative impact on HRQoL and merit further
exploration.

Although children and parents reported some instrumental activity of daily living
difficulties, it is difficult to determine whether these reflect typical childhood difficulties
(e.g., pouring liquid), or have greater significance in visually impaired children. This
emphasizes the importance of age-appropriate surveys. One version of the survey is not
likely to be able to encompass the entire age range studied in our focus groups. One well-
studied generic pediatric quality of life instrument3! utilizes 3 age-specific child self-report
forms (ages 5-7, 8-12, 13-18) and 4 age-specific parent proxy forms (ages 2-4, 5-7, 8-12,
13-18). Development of questions covering this domain will likely require age-specific topic
areas.

A significant strength of this research is that it examined the perspective of children ages 6
to 12 years old with vision impairment in a focus group setting where they could express
their perspectives in their own words. Our data represents the youngest sample of children
with vision impairment studied using focus groups. These results confirm those of Ronen32
that showed that children as young as 6 years of age can meaningfully participate in focus
groups. An additional strength is that we examined both parent and child perspectives using
parent-child dyads rather than unrelated pairs. Given that there are limitations with parent
proxy responses, having the perspective of the dyad will enable us to generate questions that
reflect both perspectives. A limitation is that we used a convenience sample for our
participants, and as such they may not be representative of all children with vision
impairment; however this is a common approach in focus group studies on vision
impairment and eye disease. 4 23 33 None of the children in our study had profound vision
impairment. However, the vast majority of children with vision impairment have visual

Optom Vis Sci. Author manuscript; available in PMC 2013 September 01.



1duasnuey Joyiny vd-HIN 1duasnuey Joyiny vd-HIN

1duasnuey Joyiny vd-HIN

DeCarlo et al.

Page 8

acuity in the range we studied. In a prior study, we found that 70.5% of children enrolled in
a school for the blind and visually impaired had visual acuity of 20/400 or better.34

These focus groups achieved our primary objective of providing rich information for
developing a child self-report and parent proxy-report questionnaire regarding the impact of
pediatric vision impairment on quality of life. There was a wide distribution of responses
across the categories. Splitting the responses into positive/negative or neutral categories
provided information about the types of comments and will help to frame questions and
appropriate response categories in the item generation phase of questionnaire development.
No category was overwhelmingly positive or negative suggesting that the development of
appropriate response scales will be critically important in the development of a vision-
targeted HRQoL instrument for children. This study lays the content groundwork for the
development of items and response scales for a vision-targeted HRQoL for visually
impaired children, which will then be evaluated and refined so that it is appropriate for use
in intervention evaluation studies for children with low vision.
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Percentage of positive, neutral and negative comments made during child (grey bars) and
parent (black bars) focus groups.
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Table 1

Content areas for the semi-structured script.

Domain

Content

General vision

Mobility

School functioning

Description of vision, comparison to friends, siblings

Mobility in familiar and unfamiliar environments
Use of white cane

Feelings toward print size, use of large print books
Use of assistive devices
Reading

Social relations and activities  Ride a bike, play a sport

Self-care activities

Treatment

Family Impact

Make friends
Recognize faces
Self-esteem

Ability to dress self, brush teeth, bathe
Pour a drink
Identify coins

Medications, surgeries
Hopes for future treatments
Spectacles

Parent worry, fear

Time spent on doctors visits or other services
Feelings toward discipline

Future expectations
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Table 2

Ocular diagnosis and visual acuity of participants in child focus groups.

Age Primary Ocular Diagnosis Nystagmus BeﬁVCAogScted Beﬁv(ioggcted
6 years, 4 months Rod Cone Dystrophy present 20/80 20/64
6 years, 7 months Optic Nerve Hypoplasia present 20/80 20/252
6 years, 9 months Optic Nerve Hypoplasia present NLP 20/60
7 years, 2 months Congenital Nystagmus present 20/80 20/80
7 years, 4 months Oculocutaneous Albinism present 20/277 20/277
8 years, 5 months Congenital Nystagmus present 20/80 20/80
8 years, 1 month Congenital Nystagmus present 20/80 20/60
8 years, 10 months ~ Oculocutaneous Albinism present 20/303 20/241
8 years, 10 months Optic atropy absent 20/200 20/200
8 years, 3 months Achromatopsia present 20/200 20/200
8 years, 7 months Oculocutaneous Albinism present 20/200 20/200
8 years, 7 months Oculocutaneous Albinism present 20/200 20/200
9 years, 11 months Congenital Nystagmus present 20/150 20/100
9 years, 2 months Retinitis Pigmentosa absent 20/80 20/80
9 years, 3 months Cone Rod Dystrophy absent 20/160 20/160
9 years, 3 months Retinopathy of Prematurity present 20/400 20/400
11 years, 1 month Dominant Optic Atrophy absent 20/150 20/150
11 years, 2 months Optic Nerve Hypoplasia present 20/100 20/80
11 years, 8 months Aniridia present 20/200 20/200
12 years Congenital Nystagmus present 20/200 20/200
12 years Oculocutaneous Albinism present 20/200 20/400
12 years, 1 month Achromatopsia present 20/100 20/80
12 years, 3 months Congenital Nystagmus present 20/40 20/50
12 years, 4 months Retinitis Pigmentosa absent 20/200 20/70

VA OD = visual acuity right eye

VA OS = visual acuity left eye
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