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Abstract

Background

Childhood visual impairment (VI) has a profound impact on many aspects of childhood and
adolescence. This is well-documented in cross-sectional and/or quantitative studies utilizing
self-report instruments which compare children with and without VI. Young people’s views
on the experience of growing up with VI as a developmental, change-driven process remain
largely unexplored.

Methods

As part of our broader research programme on quality of life of visually impaired children
and young people in the United Kingdom, in-depth, semi-structured interviews were con-
ducted between March and June 2015, with a stratified sample of 17 young people with VI,
aged 16—19 years. An age-sensitive, empirically-based topic guide encouraged retrospec-
tive reflections on participants’ experiences of growing up with VI, including age-normative
and vision-specific challenges.

Results

Descriptions of growing up with VI largely centered on an overarching higher-order theme
labelled becoming me. Four themes representing everyday activities, attitudes, preferences
and perceptions in relation to i) social relationships, ii) independence and responsibilities, iii)
the future, and iv) rising to challenges emerged and were used by participants in their
description of three stages in which they developed a sense of self: i) laying the foundations,
ii) testing the waters, and iii) this is me. Differences in manifestation of VI influenced how
young people made sense of their experiences and their sense of self.
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Conclusions

Findings are discussed in relation to normative and vision-specific changes in psychosocial
development during adolescence, including the development of identity. They highlight the
need for ongoing monitoring of subjective well-being in a clinical population with a unique
early life course trajectory.

Introduction

Childhood is a transient period of life course, characterized predominantly by periods of
growth and change, be it at the level of sexual maturity, specialized neurons in the brain, devel-
opmental capacity or emotional understanding. The subjective experience of some elements of
growth or change during childhood is well-documented. For example, adolescence, the pinna-
cle of childhood, has traditionally been viewed as a period of stress and storm [1], with chang-
ing hormones triggering negative emotions, unpredictable behaviour and mood swings [2, 3].
Recent, advanced neuroimaging techniques have shed light into these behavioural and psycho-
logical upheavals, demonstrating the role of functional changes in the brain [4]. It is generally
agreed that adolescence constitutes a vulnerable period in which morbidity and susceptibility
to mental health conditions, such as anxiety and depression can increase [5].

When a child is living with a disability, the subjective experience of childhood and adoles-
cence is likely to be qualitatively different from that of a child living without a disability. In
addition to navigating normative, age-specific changes and challenges, children and young
people living with disability will experience far-reaching, complex and dynamic issues associ-
ated specifically with their condition.

Currently, in the UK, 2 in every 1000 children and young people are estimated to be visually
impaired or blind. Most will have been born with visual impairment or develop this in early
life and have therefore grown up without normal vision [6, 7]. Existing qualitative studies have
described the profound impact of VI during childhood and adolescence, showing that children
and young people living with VI experience challenges participating in age-appropriate activi-
ties, such as reading, watching live sports or concerts, or playing outdoor games, and are subse-
quently unable to pursue the activities they enjoy the most [8, 9]. A robust evidence base
documents the impact of VI on aspects of cognitive [10, 11], social [12, 13], and sensorimotor
[14] development, demonstrating developmental delay among those diagnosed with VI early
during childhood [15].

There is some literature which has focused specifically on psychological well-being among
individuals who have grown up with VI, however conclusions about the impact of VI during
childhood and adolescence are mixed. For example, remarkable similarities between visually
impaired individuals and their sighted peers in psychosocial well-being, incidence of depres-
sion, and aspects of self-concept are documented [16-20]. Alternatively, adolescents living
with VI have been shown to have smaller social networks [16, 21, 22], and score higher in
assessments of obsession-compulsion, hostility, and paranoid ideation than their sighted coun-
terparts [23].

Existing studies exploring the impact of VI on aspects of psychological and emotional well-
being during childhood and adolescence largely rely on data collected using self-report mea-
sures, which are administered at one time point [24, 25]. These tools afford an optimal, quanti-
tative approach for comparing different groups, but offer limited insight into the lived
experience of being visually impaired, and of how young visually impaired people make sense

PLOS ONE | https://doi.org/10.1371/journal.pone.0254009  July 7, 2021 2/16


https://doi.org/10.1371/journal.pone.0254009

PLOS ONE

This is me: Young people’s experience of growing up with visual impairment

of their experience of growing up with VI. Qualitative research studies are scarce and, where
they do exist, have explored children and young people’s current experiences, primarily in
relation to restricted daily activities [8].

As part of our broader research programme on quality of life of visually impaired children
and young people [26, 27], we interviewed young people living with VI about their daily lives
with an aim to understand more about their experiences living with VI. In conducting in-
depth, semi-structured interviews with young people, we took the opportunity to capture, and
present in this paper, young people’s retrospective experience of growing up with VI. Specifi-
cally, we explored the research questions: “How do young people describe their experience of
growing up with VI?” and “What are the most important issues related to growing up with
VI?”

Materials and methods
Sample

Young people were eligible if they were 7) visually impaired, severely visually impaired or blind
(visual acuity in the better eye LogMAR 0.48 or worse, or Snellen worse than 6/18, or addi-
tional visual defects causing VI [28]) due to any visual disorder, but without any other signifi-
cant impairment (i.e. learning, sensory or motor); and ii) aged 16-19 years. We used a random
stratified sampling approach to select participants from 2 patient populations comprising
those attending the Department of Ophthalmology at Great Ormond Street Hospital and the
Paediatric Glaucoma Service and Genetic Eye Disease Service at Moorfields Eye Hospital, Lon-
don, United Kingdom (UK). Participants were approached by postal invitation to take part in
semi-structured interviews as the first part of our broader research programme exploring
vision-related quality of life and functional vision [26, 27].

Procedure

In-depth, semi-structured interviews were conducted at participants’ homes, between March
and June 2015 by a researcher (AR) with robust training and experience in using qualitative
methods and conducting in-depth interviews. An interview topic guide was developed de novo
(based on a literature review of subjective experience of a chronic condition/disability during
childhood, with specific focus on VI) to explore many areas of everyday life (e.g. home, school,
and leisure). Probes, such as ‘What changed for you?’, ‘How has that changed over time/as you
got older?’, and ‘Can you remember when things were different?” encouraged a retrospective
account of the experience of growing up with VI (S1 File). Participants were encouraged to
talk to the interviewer independently (without a parent present) and an ice-breaker activity
preceded each interview. The number of interviews conducted (sample size) was determined
using the principle of data saturation [29, 30] in the context of the broader research pro-
gramme. All participants received a £20 gift voucher after completing the interview. This mon-
etary reward was not an incentive for participation.

Qualitative data analysis

All interviews were recorded, transcribed verbatim and anonymised. Transcribed data were
exported into NVivo 10 [31]. Qualitative thematic analysis was performed inductively to iden-
tify key themes spontaneously emerging from the data [32]. Analysis comprised an ongoing,
circular process of open-coding completed by two researchers (AR and VT). Researchers
began by coding a sample (20%) of full interview transcripts independently, before meeting to
discuss the codes used, with reference to the data. Any discrepancies in the coding process
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were resolved through discussion and further reference to the data (both specific extracts and
full transcripts). Researchers developed a code book which was used by one researcher (AR) to
code the entire dataset. Rigorous and consistent coding was ensured through regular meetings
between researchers to discuss any disagreements/discrepancies and further modifications to
the code book. Following the initial coding of all data, data were grouped by specific codes
which were reviewed for emerging themes. Two researchers (AR and VT) met to develop,
label and describe higher-order themes emerging from grouped data.

Ethical considerations

This study was approved by the National Health Service (NHS) Research Ethics Committee
for Essex and East of England, UK (12-EE-0455) and adhered to the tenets of the Declaration
of Helsinki. All participants and their parents gave informed written and verbal consent to
participate.

Results

Table 1 shows participants’ demographic and clinical characteristics, illustrating a wide range
of characteristics with respect to the overall UK population of children and young people with
VI (given the exclusion of participants with any other significant impairment) [6]. A total of
17 young people took part (40.48% participation rate).

Duration of in-depth interviews ranged from 40-139 minutes (Median = 88 minutes,
IQR = 39). Sixteen interviews were conducted at participants’ family homes. One was con-
ducted at the primary recruitment site. One or more parents/caregivers were present for part,
or all of 4 interviews.

Overview of themes

Four basic themes emerged directly from the data, representing young people’s descriptions of
everyday activities and attitudes, preferences and perceptions in relation to i) social relation-
ships, ii) independence and responsibilities, iii) the future, and iv) rising to challenges. The issues
discussed within these themes are best described using an overarching higher-order theme
labelled as becoming me, describing a process in which participants developed a sense of self
during childhood and adolescence, in the context of normative aspects of everyday life, as well
as vision-specific experiences. Participants described the process of becoming me during child-
hood and adolescence, with three distinct stages: i) laying the foundations, ii) testing the waters
and, iii) this is me. As shown in Fig 1, the 4 basic themes cumulatively mapped onto these
stages (i.e. the final stage incorporating elements of all 4 basic themes). Variation emerged in
the experiences of those with varying manifestations of VI (i.e. in relation to the timing of
onset of VI, severity of VI, and rate of deterioration of vision).

Laying the foundations

Social relationships emerged as the single, and most important factor contributing to the first
stage described by participants as important in the process of becoming me. During early child-
hood, relationships were established within family communities. Siblings and cousins were
described as key playmates, and valuable friendships were established with others who
attended the same nurseries and pre-schools. Participants who experienced VI from an early
age (i.e. early onset < 2 years) recalled their first awareness of the qualities distinguishing “true
friends” (i.e. those who were able to accept or adapt to participants’ limited functional vision),
from others who would treat them as inferior or exclude them from activities.
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Table 1. Demographic and clinical characteristics of participants.

Characteristic ‘ n (%)
Age

16 7 (41.18)
17 8 (47.06)
18 1(5.88)
19 1(5.88)
Gender

Male 10 (58.82)
Female 7 (41.18)
Ethnicity

White UK majority (White British) 8 (47.06)
White other (e.g. African, Polish, Turkish) 3(17.65)
Black (British, African, Caribbean) -

Asian (Indian, Bangladeshi, Pakistani) 4(23.53)
Asian other (Arabic) 1(5.88)
Chinese -

Mixed 1(5.88)
Severity of visual impairment*

Low Vision: logMAR < 0.46 1(5.88)
Moderate VI: logMAR 0.48-1.00 11 (64.71)
Severe VI (SVI): logMAR 1.02-1.30 2 (11.76)
Blind (BL): logMAR >1.32 3(17.65)
Timing of onset of visual impairment

Early (<2 years) 15 (88.24)
Late 2 (11.76)
Nature of deterioration of visual impairment

Stable 12 (70.59)
Progressive 5(29.41)

Index of multiple deprivation (based on UK postal code) quintile rank [33]

1: most deprived 1(5.88)

2 2 (11.76)
3 4(23.53)
4 8 (47.06)
5: least deprived 2 (11.76)

* Severity of visual impairment categorized according to the WHO criteria [28].

https://doi.org/10.1371/journal.pone.0254009.t001

“He’s grown up with me, so he’s seen what I can and can’t do. He treats me the same as he
might treat anyone else. I'm not treated as someone who’s blind.”

(Male, moderate VI, early onset).

Regardless of manifestation of VI, true friends were described as those who could offer
functional support in a way which is both appropriate and subtle, and seemingly helped lay the
foundations for participants to develop a sense of self. Participants described their emerging
confidence to participate in broader, social, public settings outside their immediate family and

friendship groups.
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Becoming me l>

Laying the foundations Testing the waters This is me

Social relationships

Independence and The future Rising to
responsibilities challenges

Fig 1. Thematic map. Shaded boxes denote higher-order themes (higher level of abstraction than the original emergent themes). White boxes present

themes.

https://doi.org/10.1371/journal.pone.0254009.9001

“[If I can’t see the board] I just put my pen down and wait. I'll give my friend ‘the look’ and
he’ll be like, yeah [and help me]”

(Male, moderate VI, early onset).

Differences between those with early (< 2 years) and late-onset V1. Social relationships
and a surrounding social environment were discussed in relation to participants’ acceptance of
VI, and to what extent they were able to integrate it into their sense of self. Some participants
with early onset VI (<2 years) compared themselves to their peers, describing VI as a personal
attribute, which made them feel unique and interesting. From this perspective, some young
people were able to seek benefits from their early diagnoses.

“It’s never really bothered me, cos I've never seen properly. It’s just who I am”

(Male, SVI/BL, early onset).

Alternatively, and as stark contrast, participants with subsequent prior experience of full
functional vision recalled a complex transition in their feelings of belonging and self-accep-
tance, occurring in the early stages of visual deterioration, which was particularly prominent
when navigating social encounters. Expectations and views which had previously contributed
to a sense of self had to be recalibrated.

“You don’t want family or friends who you’ve seen before, and have seen you ‘seeing’, noticing
that it has got bad.”
(Male, SVI/BL, late onset).

“It really upset me. I lost so many friends because I wasn’t Pearl. I was Pearl who just found
out she has got an eye disability. So I had to mature like that [snaps fingers]. I had to do things
for myself [. . .] A lot of people thought I had changed [. . .]”

(Female, moderate VI, late onset).
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“My eyes had got worse. And then I had to adapt myself again [. . .] So it’s like losing someone.
Cos you’re constantly having to, like, grieving I suppose.”

(Female, SVI/BL, late onset).

Testing the waters

Participants recalled emerging and developing autonomy during childhood, initially afforded
by parents and caregivers who gradually permitted, or encouraged independence through
activities such as visiting local cafes or shops alone. Greater independence and autonomy,
granted by parents, meant that young people could test the waters of a broader physical and
social environment extending beyond their immediate home or school life. In doing so, partic-
ipants described their developing confidence. New strategies were established for overcoming
vision-specific challenges in the absence of functional support from parents.

“At the end of primary school I started going out by myself. It was just going into town, in a
massive group [of friends]. Then I started going places by myself, mostly to go and meet

people”

(Male, moderate VI, early onset).

“Only when I started going out, I realized I can see the board [timetable at the station] a lot
better if I take a photo of it with my phone. I rely on my phone”

(Female, moderate VI, early onset).

Exposure to new surroundings, however, increased the potential for negative experiences in
public settings, which were described by some participants in the form of humiliation or frus-
tration as a result of other people not understanding the impact of VI, and in turn influenced
participants’ sense of self in a new, broader social context.

“Sometimes people are really arsy towards you. Me and my friend went to the cafe and we
couldn’t see the menu, so we asked “What sandwiches have you got?”, and the lady said
“Can’t you see?!” Sometimes people don’t react well. We [VI persons] are like aliens to them.”

(Female, moderate VI, early onset).

Perhaps as a result of these negative experiences, some participants described an emerging
attitude towards using assistive devices, such as magnifiers, or white canes when in public.
One participant described a time when he would “forget” to take a cane with him when he left
home, or “lose” his cane at home. Whilst this strategy alleviated some of the emotional distress
caused by using assistive devices in public, it introduced a new challenge of testing the waters
without any support, and tripping or falling over was often a consequence.

“I used a cane when I was younger, but now I'm reluctant to take it out. I don’t want to be sin-
gled out. There was one day when I tried [to read the menu] and somebody laughed at me.”
(Male, SVI/BL, early onset).

“I don’t like using my [cane] in front of my family. I will only use it if 'm alone and I really
have to use it.”

(Male, SVI/BL, early onset).
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For many participants, expanding social environments were associated with increasing
awareness of age-appropriate, normative activities, and specifically, realizations of the discrep-
ancy between those which participants were capable of, and those which might be possible if
participants had better functional vision. The majority of participants described the inability to
drive, or take driving lessons, for example, as an increasingly salient barrier towards indepen-
dence, which had profound emotional consequences. Feelings of frustration, annoyance and
despair intensified when participants reached an age in which they were legally eligible to
drive, and witnessed their peers learning to drive.

“[Driving] is something which has been building up in me over time and it didn’t really affect
me till I reached the age of 17 [. . .] My sister passed her test the year before and at that point I
wasn’t worried. But when my friends started to take it and pass it, it really hit me and I real-
ized that I definitely wouldn’t be able to do that. Before it always seemed like something that
was gonna happen in the future.”

(Male, moderate VI, early onset).

Differences based on severity of VI. Being on the threshold of participation in age-
appropriate activities, such as driving, was at times associated with greater, intensified negative
emotions than being unable to engage with the activity outright, distinguishing participants
with milder forms of VI from those with severe VI.

“I'd rather be able to do it [drive] but not do it, than not be able to do it and want to do it.
[...]It’s about having that choice. But I'll never have it, so, just got to deal with it.”

(Female, moderate VI, early onset).

“That little niggle in the back of your mind ‘oh what happens if my eyesight gets better?’ I tried
to push myself to see a number plate and it wasn’t working. I tried my damned hardest to see
it.”

(Female, moderate VI, early onset).

“I've always known I won’t be able to drive. Can you imagine, a blind person driving!
[laughs]”

(Male, SVI/BL, early onset)

This is me

The final stage described by participants as important to the process of becoming me incorpo-
rated changes in social relationships, the nature of independence and responsibilities, and
for the first time, thoughts, perceptions, and activities related to the future. Participants
described accumulating normative aspects of childhood and adolescence, and vision-specific
challenges, resulting in realizations of i) who they had become, and ii) who they would be in
the future.

During this later stage, adults such as teachers and parents were increasingly respected and
appreciated as equals versus superiors or carers. Some participants identified teachers who
they “could have a laugh with”, or whom they identified as “mates”.
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“[On a school trip] Instead of giving me a learning support assistant, they [the school] actually
paid for a ticket for Mr ] to go. He’s just like one of the lads!”

(Male, SVI/BL, early onset).

These adults were valued as role models, and contributed to participants’ developing sense
of self, providing a sense of direction in relation to future ambitions and, in particular, the type
of career or activity which would be possible in light of VI.

“My uncle’s a lawyer. And he’s told me stories about people he’s dealt with [. . .] I like the idea
of it and how, even though they’ve had such a rough background, he’s helped them. I would
like to do that for other people as well”

(Male, SVI/BL, early onset).

Parents played an important role as advocates for future plans which are realistic, providing
guidance, giving suggestions, and ensuring young people developed necessary independent-
living skills. Input from parents, however, could be perceived as overprotective, and young
people described their frustrations about imposed limitations.

“I want to go and study abroad for a year. I want to go to China but my mum won’t let me go.
But I want to do it all [. . .] I wanted to study in America, but again, my mum, she’s really iffy

about that.”

(Female, moderate VI, early onset).

Newly established romantic relationships emerged in participants’ discussions of adoles-
cence, and were described as enjoyable and comforting, and favoured in light of having some-
body other than a parent, carer or teacher to offer functional support. These types of
relationships triggered thoughts about the future, specifically about moving away from home,

and having a family.
“He [my boyfriend] helps me. Say, if we’re out at a restaurant, he reads the menu for me and
things like that.”
(Female, SVI/BL, late onset).
“I'm guessing, as you grow up, being an adult, you just want to be on your own, or with your
partner. And then start a family. That’s what I want.”

(Female, moderate VI, early onset).

“I would love to have kids, but I worry. . .about bringing them up”

(Female, SVI/BL, late onset).

Within this final stage of becoming me, participants described developing and modifying
coping strategies which were flexible in nature, and in which they could adapt in the face of
vision-specific challenges, meaning that they were able to successfully rise to challenges. Having
a positive and solution-focused attitude is an important strategy seen throughout childhood
and adolescence, but was particularly prominent in later adolescence, as young people devel-
oped the cognitive and emotional maturity to overcome challenges imposed by VI.
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“Try, try, try again and if that fails, just try again! [. . .] And after you fail, go to bed!”
(Male, SVI/BL, early onset).

“I try to find ways. Solve problems [. . .] It’s a problem solving skill.”
(Male, SVI/BL, early onset).

“Ilearnt, if I can get a laugh out of it [my impairment], and make other people laugh, then
why not?!”

(Male, moderate VI, early onset).

Discussion

Our study of young people’s retrospectively collected experience of growing up shows the
profound impact of VI, with variations by the characteristics of VI on many aspects of every-
day life. We present and describe a snapshot of the potential process whereby a child/young
person living with VI (i.e. a childhood-onset, chronic health condition), comes to accept
themselves as having a disability, and how this disability will shape their future. Three
sequential stages of development emerged from the data as illustrative of children and young
people’s experience of normative, age-specific issues, and vision-specific challenges. Just like
their sighted counterparts, young people with VI experience dynamic changes and challenges
during childhood and adolescence, in the nature of their social relationships; developing
independence; and thoughts about the future. These normative aspects of growing up, how-
ever, were amplified by the experience of VI and a diverse range of additional, vision-specific,
challenges. In this study, aspects of everyday life contributed cumulatively to participants’
developing sense of self, contributing in different ways and at different stages. The themes we
developed focused on identity and becoming me emerged directly from the data, and best
illustrate the process that young people described as important to their experiences of grow-
ing-up with VL It is possible therefore, that beyond this stage, this process is not fixed (i.e.
the foundations of identity development may continue to shift during adolescence and into
adulthood). Thus, future application of this specific process will require extensive further
validation.

Opverall, our findings are in keeping with the extant literature in developmental psychology
and resonate with some key theories of psychosocial development. For example, Erikson pro-
posed that personality develops in a predetermined order through eight stages of psychosocial
development, spanning infancy to adulthood, each involving a psychosocial crisis. According
to Erikson, the 5 stage (spanning 12-18 years) is characterized by an individual’s exploration
of their sense of self and identity. The frequency and nature in which participants spontane-
ously emphasized the shaping of their sense of self over time, may be explained using some ele-
ments of Erikson’s description of an identity crisis. An identity crisis is thought to be
“precipitated both by the individuals’ readiness and by society’s pressure” [34] (p.180), and to
take place when 4 conditions have been met: a certain level of cognitive development must
have been attained [35, 36]; puberty has to have occurred; a certain amount of physical growth
must have been recently achieved; and cultural pressures have to be pushing the individual
towards an identity re-synthesis [37]. In this study, elements of the identity crisis were most
prominent in the final stage within which young visually impaired people began thinking
about the future, and were faced with assimilating pressures from society (e.g. to follow a par-
ticular career path or start a family) with the restrictions imposed by VI.
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Traditionally, young people are thought to resolve the identity crisis through establishing a
realistic appraisal of the self, blended out of past, present and future [34, 35, 38]. Ideologies
and beliefs which are congruent with the developing sense of self are retained, and those which
are incongruent are discarded. Recently published literature, however, suggests that identity
development may not follow the same pattern when young people are faced with disability or
illness, particularly when onset is late and symptoms fluctuate [39]. Participants in the current
study with late onset VI and/or progressively deteriorating vision, similar to those living with
late-onset Crohn’s disease and Juvenile Idiopathic Arthritis [39], discussed acceptance of their
condition, and efforts to adapt and explore alternative options, as important components of
their search for an identity. Thus, it is possible that late-onset disability and/or fluctuating
symptoms influence not only the outcome of the identity crisis, but also the process in which
young people integrate their experience into a meaningful representation.

Young people with VI are traditionally thought to be at increased risk of social isolation
[40]. However, there are mixed conclusions about the similarities of social support and net-
works among young people with and without VI. For example, young people with VI have
reported lower levels of perceived support from peers than their sighted counterparts [41],
while no between-group differences have been reported elsewhere [25, 42]. Dutch young peo-
ple living with VI have reported lower levels of perceived parental support than their sighted
peers [42], whereas a Finnish study found no differences in levels of parental support [25].
Exploring the relationship between source of social support and self-esteem, relationships with
friends, but not with parents, were protective of low self-esteem [25]. Just like sighted adoles-
cents, young people in the current study described a trajectory in which their social relation-
ships transitioned during childhood, from family-centred, to peers, and eventually towards
romantic partners [43, 44]. The nature of functional reward sought from social relationships
meant that strong relationships, once established, were considered particularly valuable [45].
Only through the permits of these relationships, participants were able to explore and commit
to personal values and ideologies [46], facilitating their developing sense of self. The role of
social support from adults, such as parents and teachers, as discussed in the current study,
seemingly transitioned in the later stages of adolescence, as young people began to consider
their future. These relationships which had been established, and strengthened on the premise
of functional support, later became instrumental for orientations towards the future.

The prevalence of mental health conditions among young people in the UK has been
recently termed a ‘silent catastrophe’, with the number of adolescents reporting such condi-
tions rising at a rate of fivefold in the last 10 years [47], and thought to peak at the age of 17-19
years [48]. Some literature suggests that adolescents with chronic physical health conditions
may be more likely to develop psychiatric and behavioural disorders [49], and be depressed or
have low self-esteem [50] than those without a disability. Among young adults living with
chronic illness, a strong sense of identity has been associated with less depressive symptoms
and better coping strategies [51]. These statistics, combined with the findings from the current
study, indicate that the need for clinical monitoring of subjective well-being among adoles-
cents living with chronic conditions such as V1, is critical, particularly since fluctuating clinical
characteristics can impact the foundations of identity and sense of self. Participants with late-
onset and/or progressively deteriorating VI in the current study were unique in their discus-
sion of profound emotional and cognitive efforts to adapt to and accept VI, and thus might
potentially be most vulnerable to the negative psychological impact of VI on developing iden-
tity. Future research, however, with larger sample sizes is needed before conclusions can be
made about how best to support individuals with varying clinical characteristics.

In light of the ‘silent catastrophe’, emotional and psychological well-being for patients with
long-term conditions has been prioritised in the NHS’s Five Year Forward View [52],
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generating a discussion about integrating physical and mental health services [53, 54]. Indeed,
addressing the psychological needs of adults living with diabetes has been shown to improve
physical health, support relationships between patients and health professionals [55], and there
is scope for NHS savings [56]. The NHS Mental Health Implementation Plan proposes specifi-
cally, integration of services to support the needs of children and young people with physical
health problems, and an ambitious and comprehensive ‘offer’ is expected to transform services
by 2023/24 [57]. Whilst this ‘offer” will take time and resources to develop and refine, it does
not stop health professionals who are working closely with young people living with VI from
engaging with patients’ subjective experience of VI. This can be done, for example, using
robust and developmentally appropriate patient-reported outcome measures of vision-related
quality of life [26], which may be particularly valuable when monitoring well-being over time
with young people who, as shown in this study, are most at risk of negative psychosocial conse-
quences of VI. The feasibility of combining the specialist skills of psychologists, and others
involved in promoting psychological well-being among young people with VI, and clinicians
who seek to assess, and support physical functioning, however, is an important focus for future
research.

There are many, well-documented challenges associated with conducting interviews with
children and young people [58]. For example, young people may strive to conform to their
perceptions about the expectations of researchers [59]. For this reason, we carefully planned
the interview procedure, and used ice-breaker activities, open-ended questions, and age-
appropriate language with fostered a secure environment in which participants felt comfort-
able and confident to self-report. The rich qualitative data we present, and remarkable trans-
parency and sincerity on behalf of participants, reflects these efforts. We also achieved a robust
sample size which contained participants with a range of demographic and clinical characteris-
tics. It is possible, however, that we have captured the attitudes and experiences of young peo-
ple who are coping particularly well with VI, and are thus, more willing to discuss their
experience that those experiencing greater psychological, emotional or functional distress.
Although we collected robust data from participants with a range of clinical characteristics, the
spread of participants with certain characteristics, such as late-onset VI was skewed, and con-
clusions regarding variation between participants with different clinical characteristics must
be interpreted with caution until further research can be done. Additionally, this study is the
result of secondary data analysis with the primary purpose to develop a collection of instru-
ments [26, 27]. Data collected with the primary aim to explore the retrospective experience of
growing up with VI may provide more detail.

To conclude, we present a snapshot of the self-reported descriptions of growing up with VI,
from the perspectives of young people on the brink of adulthood, which illustrate the potential
sensitive nature in which a chronic condition, with fluctuating progression and severity, can
influence normative aspects of growing up. Using qualitative methods, we captured young
visually impaired people’s perceptions of specific changes in their psychosocial development,
adding to the growing body of quantitative literature which highlights the far-reaching impact
of VI on psychosocial well-being during childhood and adolescence. The findings we report
add granularity to existing research studies focused on identity and self-concept among chil-
dren living with VI as, when given the opportunity, young people spontaneously described the
process whereby children come to accept VI as part of their identity. These findings support
the value of developing integrated physical and mental health services for this population and
highlight the need for long-term monitoring of well-being and mental health in a population
who may be particularly vulnerable to challenges and changes in developing a sense of
identity.
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