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Aim: To investigate the health service experiences and needs of parents in the period around diagnosis of
ophthalmic disorders in their children.

Methods: Parents of children newly diagnosed with visual impairment and/or ophthalmic disorders at @
tertiary level hospital in London participated in a questionnaire survey, using standard instruments,
followed by in-depth individual interviews, to elicit their views about the processes of care, their overall
level of satisfaction, and their unmet needs.

Results: 67% (147) of eligible families (135 mothers, 76 fathers) participated. Overall satisfaction with
care was high, being greater among parents of children with milder visual loss or isolated ophthalmic
disorders than those with more severe visual loss or multiple impairments. Nevertheless, parents’ reported
greatest need was the provision of general information, including about their child’s ophthalmic disorder
and educational and social services and support. Mothers reported greater information needs than
fathers, as did white parents compared to those from ethnic minorities. White parents also regarded the
processes of care to be less comprehensive and coordinated, as well as less enabling, than did parents
from ethnic minorities.

Conclusions: Although parents reported high overall satisfaction with services, improving the medium,
content, and scope of general information provided by professionals to parents of visually impaired
children emerges as a priority. Equitable planning and provision of health services for families of children
with visual impairment needs to take into account that informational and other needs vary by whether the
parent is the primary carer or not and their ethnicity, as well as by the severity and complexity of their

child’s visual loss.

consequences for the affected child and family, and

society in general.'" The period around diagnosis is
critical for parents to enable them to understand and accept
their child’s visual impairment and identify her/his specific
needs, as a foundation for their role as effective advocates for
their child.” * In general, health services have a greater role at
this time than they do later, when educational, social, and
other professional sectors may predominate. The importance
of involving “users” in the planning of health services* and
the need for services for children with disability to be family
centred’ are well recognised. However, there has been limited
study of the views and experiences of parents of visually
impaired children with which to inform service provision. We
report, from a study combining quantitative and qualitative
approaches, the health service experiences of parents of
children recently diagnosed with ophthalmic disorders at a
tertiary level centre in Britain.

visual loss in childhood has lifelong and far reaching

METHODS

Between 2000 and 2002 we undertook a postal questionnaire
survey followed by in-depth individual interviews of parents
during the 12-18 months following new diagnosis of
ophthalmic disorders in their children, as described pre-
viously.® The families of all children newly diagnosed as
visually impaired, together with a random sample of those
newly diagnosed with milder visual loss, during one of two
12 month periods (August 1999 to July 2000 and December
2000 to November 2001, respectively) in the Department of
Ophthalmology, Great Ormond Street Hospital (GOS),
London, were eligible. Children previously diagnosed but

attending GOS for the first time for confirmatory investiga-
tions or for treatment which could not be undertaken
clsewhere were not eligible.

The family doctors of the children eligible for the study
were informed and asked for any reasons that the families
should not be contacted. The parents for whom there were no
reasons to preclude contact were invited to take part and
were sent an information sheet, a consent form, a form to
decline participation, and reply paid envelopes. Copies of
each questionnaire instrument were provided for each parent.

The main instrument was the measure of processes of care
(MPOC), a validated 56 item English language self complete
questionnaire developed” * and used”'* to evaluate parental
experiences of the degree to which health services for a range
of childhood disorders are family centred.” It comprises five
analytically determined subscales assessing the processes
rather than content of care (box 1). The Client Satisfaction
Questionnaire' is an English language self complete instru-
ment used previously to assess parental satisfaction with
paediatric services,” including in conjunction with the
MPOC.” The short form, comprising three items, was used
to elicit overall parental satisfaction or dissatisfaction with
services in the preceding year (box 1).

Detailed socioeconomic and demographic information,
including self reported ethnic group,'® education,'” occupa-
tion,'® home and car ownership'” (using standard taxonomies
of the Office for National Statistics) was also sought by
questionnaire, together with family structure and history of

Abbreviations: GOS, Great Ormond Street Hospital; MPOC, measure
of processes of care
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Box 1 Measure of processes of care (MPOC)”

subscales

1. “Providing general information”” focuses on activities
related to meeting parents’ general information
needs—for example, about their child’s disorder or
education or social services.

2. “Providing specific information about the child” relates
to information provision specific to a given child—for
example, about the timing and purpose of clinical
investigations or treatments.

3.  “Endbling and partnership’” assesses the degree to
which parental input is elicited and the extent of
parental involvement in decision making about the care

of their child.

4. “Respective and supportive care’ describes the extent
to which parents are treated respectfully as individuals
and equals.

5. ‘Coordinated and comprehensive care for the
child and family’”” encompasses the holistic needs of
the family and the extent to which services are
continuous and consistent over tfime, seftings, and
people.

Client satisfaction questionnaire (short form)

items'*

1. To what extent has the care provided met your needs?

2. Has the care you have received helped you deal better
with your child’s problems?

3. In an overall, general sense, how satisfied are you with
the care you have received at the hospital?

visual impairment. Clinical details about the child, including
severity of visual loss and presence of other non-ophthalmic
impairments were sought from the clinical case notes.
Quantitative data were entered into a specifically designed
database (SPSS v11, 2001, SPSS Inc, Chicago, IL, USA). Non-
responding parents were prompted twice over the ensuing
month, firstly by telephone and then by posting a second
study pack.

To promote adequate representation of ethnic minority or
socioeconomically deprived families and also fathers, all
potentially underascertained in research about families of
children with disability,"” as well as to ensure a range of
severity and complexity (isolated versus multiple) of visual
impairment, a stratified subsample of parents returning
completed questionnaires was invited to take part in personal
interviews. All were conducted in the family home at times
chosen by the parents and by the same investigator. They
were semistructured and employed a topic guide constructed
from review of the literature, discussions with relevant
professionals, and two pilot interviews. All interviews were
taped, with permission, and transcribed verbatim. Checked
transcripts were entered, coded, and analysed using a
qualitative data analysis program (NVivo QSR 1.3, 2000,
QSR International Pty Ltd).

Data were handled in accordance with current guidance on
confidentiality. The Institute of Child Health/Great Ormond
Street Hospital local research ethics committee approved the
study, which conformed to the tenets of the Declaration of
Helsinki.
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Analysis

Scores for the questionnaires were derived according to
guidance on their use. Internal reliabilities were assessed
using Cronbach’s alpha coefficient.* Domain specific MPOC
and Client Satisfaction Questionnaire scores for each
respondent were used to derive the summary scores, having
examined skewness and kurtosis indices.*’ Variations in
scores were examined according to sociodemographic char-
acteristics of the respondent/family and clinical character-
istics of their child considered, a priori, to be important. The
strength and direction of associations were quantified using
Pearson’s correlation coefficient” and differences between
groups were examined using f tests or F tests.”

Following descriptive coding, using a framework developed
through close analysis of interview transcripts, joint higher
order analysis of the qualitative data was carried out on
topics categorised thematically in nodes consistent with the
MPOC subscales.

The specific impact of a new key worker support and
liaison service (GOS Ophthalmology “Community Link
Team””), implemented during the study period, on parents’
experiences will be reported in detail separately.

RESULTS

The parents of 147 children (67% of 221 invited) participated
in the questionnaire survey, comprising 135 mothers and 76
fathers. The parents of 48 of these children were interviewed
(23 couples, 23 mothers only, two fathers only). The
sociodemographic and clinical characteristics of participants
are shown in table 1. Parents from ethnic minority groups,
those whose first language was not English, and those
from more socioeconomically deprived were slightly under-
represented among participants, as reported elsewhere.®

The five subscales of the MPOC showed good internal
consistency (Cronbach’s alpha range 0.87 to 0.93) as did the
Client Satisfaction Questionnaire (0.85). Individual scores
were sufficiently normally distributed to enable mean scores
for both instruments to be derived. The highest MPOC
domain specific score was for “respectful and supportive
care” and the lowest for ““general information.” The mean
Satisfaction score was high (table 2). Statistically significant
associations (p<0.05) between MPOC and ‘satisfaction”
scores and parents’ sex and ethnic group, as well as level of
the child’s visual loss and whether it was isolated or not, are
summarised in table 2. We found no significant associations
between these scores and child’s age; parents’ age, educa-
tional attainment, or occupation; families” material depriva-
tion, car ownership, housing tenure or structure (one or two
parent). However, the size of the study sample may have
limited the ability to detect true differences for some
variables.

There were significant positive correlations between MPOC
subscale scores and satisfaction scores suggesting that,
overall, the more parents viewed care as being family centred,
the greater their satisfaction (table 3). Notably, both ““general
information” and ““specific information” were the least well
correlated with satisfaction, which supports that meeting
information needs may be less important than other
processes of care in achieving family centredness, and thus,
parental satisfaction.

The major needs expressed in the interviews by parents
regarding services at GOS are summarised in box 2. The
pathways to tertiary care for most of these families with
children with rare conditions had involved numerous
consultations before their first appointment at GOS (18/48
having seen four or more health professionals) and many
parents had endured uncertainty over a prolonged period of
time. Most (41) families reported receiving only verbal
information about their child’s condition before attending
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Table 1 Characteristics of participants
Families Individual respondents
% (n) of 147* % (n) of 211*
Characteristics of the child
Age (mean, SD) (years) 221,17
Severity of visual loss
Severe 26 (38)
Moderate 38 (56) -
Mild 36 (53)
Associated non-ophthalmic disorders
Absent 54 (79) -
Present 46 (66)
Characteristics of the parent
Age (mean, SD) (years) 33.72,5.1
Ethnic group'®
White - 88 (184)
All others 12 (25)
Occupation'®
Professional 27 (53)
Intermediate - 27 (54)
Working 15 (30)
Other 31 (62)
Education'”
Up to compulsory 26 (50)
A levels or equivalent - 37 (71)
Degree 37 (72)
Characteristics of the family
Main language
English 91 (132) -
Other 9 (3)
Family history of visual impairment
Yes 30 (24) -
No 70 (101)
Family type
Two parent 88 (128) -
Single parent 12 (17)
Deprivation index (population quintiles)**
1st, 2nd, 3rd quintile (least deprived) 88 (61) -
4th, 5th quintile (most deprived) 22 (28)
Car ownership"”
None 12 (14)
One 47 (55) -
Two or more 41 (47)
Housing'”
Owned 77 (111) -
Rented 23 (34)
*Excludes those with missing data for a given characteristic.

GOS. After attending GOS, most families (40) reported the
consultant ophthalmologist to be their main (and in 17 their
sole) source of information with 23 also using the internet
and seven citing charities for the visually impaired.

Quote 1

® Father: “One thing I would say is that it has been down to
my wife to find out about a lot of what is available. ...in
the first six to eight months you know no one comes up to
you and says “You've got this; you can do this, you can do
that, you can do the other...” (13A)

The interviews supported that the observed differences
between mothers” and fathers” MPOC scores for information
reflected the greater information needs of the primary carer
responsible for accessing and using services, who in most
cases was the mother, even if the father attended all major
medical appointments.

Quote 2

® Mother: “Your life is constantly one great big battle for
your children you know. Having to fight for services. I talk
to other females who are mums in the same situation and
you always think you want to know more because you're
with them, or you notice them more. And you notice

things much more, even more aware of the other special
needs and things like that. I'm always thinking ahead you
know. And I suppose because he sees him in the evenings
or like during the appointment times. It doesn’t always, I
think, probably hit at the same level.”

® Father: ““You could be right”

® Mother: “Yeah I mean my friends have found similar
things with their husbands as well, the concerns are
different from what a mother’s concerns are.”

® Father: “I am sure it would have been the same if I had
been with him and you had been going to work.”

® Mother: “I mean just relating to what my friends at the
opportunity playgroup feel. Whenever they go for an
appointment, it’s always them asking the questions
and you know they are there most of the time; the
husbands some of the times can’t get the time off work.”
(28A)

The qualitative data also supported that parents of children
with less severe disorders were more satisfied with care than
those with more severe conditions—most of their children
had received treatment which had improved their vision and,
having attended clinic several times, they generally realised
that many other children attending the hospital were much
worse off than their own.
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Table 2 Summary scores for MPOC” and client satisfaction' questionnaires
Measure of processes of care
Specific Respectful and Coordinated and Enabling and Satisfaction
General information  information supportive care comprehensive care parinership (range 0-5)
Scores (mean) (range 0-7) (range 0-7) (range 0-7) (range 0-7) (range 0-7)
ALL (211)
Mean 3.07 4.90 5.14 4.25 4.84 4.09
SD 1.75 2.80 1.29 1.41 1.41 0.76
Min 0 0 1.06 .39 1.30 1.67
Max 7 7 7 6.61 7 5
Sex
Women 2.83 4.53 5.12 4.18 4.77 4.02
Men 3.46 5.54 5.17 4.34 4.95 4.21
ttest —2.50 -2.50 -0.23 -0.76 —-0.86 -1.73
p 0.013 0.013 0.82 0.45 0.39 0.09
Ethnic group
White 2.92 4.67 5.12 4.15 4.77 4.11
Other 4.07 6.53 5.36 4.94 5.46 3.94
t test -3.11 =3.11 0-.82 —2.58 -2.30 0.99
p 0.002 0.002 0.41 0.01 0.02 0.32
Severity of visual loss
Mild 2.75 4.40 5.18 4.34 5.00 4.31
Moderate 3.28 5.25 5.21 4.18 4.80 4.04
Severe 3.18 5.09 4.96 4.17 4.68 3.87
F test 1.89 1.88 0.65 0.29 0.81 5.83
p 0.15 0.15 0.52 0.75 0.45 0.003
Non-ophthalmic disorders
Absent 3.15 5.03 5.21 4.34 4.94 4.20
Present 2.99 4.78 5.21 4.09 4.69 3.94
ttest 0.65 0.64 1.04 1.20 1.25 2.43
p 0.52 0.52 0.29 0.23 0.21 0.02
Quote 3 ® Mother: “It’s all linked together really. She’s got a problem

® Mother: “I think also ... going somewhere like that really
puts your own case in perspective. You know if you were
going to a clinic where G was one of the worst, you would
probably be a lot more worried even throughout the
treatment but when you're going to a clinic where clearly
she is one of the better or lesser less affected cases...”
(21A)

Most children with severe visual loss (9/13) had untreatable
disorders and also other non-ophthalmic impairments. For
their families, it was clear that there was no remedy available
at that time, and that the longer term future was also
uncertain, in terms of levels of vision and any possible
treatment. Many parents of children with multiple impair-
ments indicated that the non-ophthalmic problems were
their greatest concern, even if their child had very poor
eyesight; others explained how it was sometimes difficult to
distinguish between problems.

Quote 4

® Mother: “The eyes, his eyes are kind of on the back burner.
... I suppose it’s because he’s got a list of things, it’s not
just his eyes. You know he wants everything else to be
sorted out.” (33B)

with walking, I mean especially when we're outside and
you've got different levels of pavement. She falls over quite
often out there she does... she doesn’t like being put in
her pushchair, she’d rather walk, she’s very determined.
But she’ll fall over quite a lot and sometimes you think
well is it because of her eyes or is it because of her foot?”
(27A)

DISCUSSION

The parents in this study were satisfied with the services they
had experienced in the year or so following diagnosis of
visual impairment or ophthalmic disease in their children at a
tertiary level centre. Nevertheless, a number of areas for
improvement in the processes of care are identified. The most
important is provision of general information, including about
the disorder itself, social services, support networks, and
education. Parents were less critical about the provision of
specific information about their child (for example, details of
specific assessments and treatment), about the attainment
of care that is coordinated and comprehensive, as well as
respectful and supportive, and promotes parental enabling
and partnership. There were important variations in their
views about services and their overall satisfaction according

Table 3 Pearson’s correlation matrix between MPOC domains” and satisfaction'
1 2 3 4 5 6
General information
Specific information 0.98 -
Respectful and supportive care 0.46 0.46 -
Coordinated and comprehensive care  0.57 0.57 0.77 -
Enabling and partnership 0.53 0.53 0.84 0.89 -
Satisfaction 0.28 0.23 0.63 0.56 0.63 -
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Box 2 Summary of main needs reported by

parents

® More written information needed about the vision
problem, treatment, and prognosis

® More written information needed about accessing
services and benefits

® Parents of children with multiple impairments have
complex informational needs

® Value of meeting with families with children with
similar problems

® Main carer (usually mother) has greater information
needs

e Ethnic minority families are more dependent on health
professionals (especially the consultant ophthalmolo-
gist) for information

® More time needed with consultants

Befter administrative services/support required

® More emotional support needed from health profes-
sionals

® Importance of coordination of appointments between
different departments/specialties

® Better liaison required with community based services

to their role as primary or secondary care and their ethnicity,
as well by the level of visual loss in their child and whether it
was isolated or part of a complex of impairments.

Participation in our study was comparable to other studies
of parental experiences of services for children with
disability” '° "> > and the diverse experiences of parents were
elicited systematically and in detail by combining robust
questionnaire instruments with in-depth personal interviews.
Thus, we suggest the findings of this study provide a richer
picture than has previously been available of the health
services experiences of parents at the critical time around the
diagnosis of visual impairment in their child. However, that
parents from socioeconomically deprived groups and ethnic
minorities were slightly under-represented, as previously
reported,® does have some implications for interpretation of
parental experiences, as discussed below.

Provision of health services for children with visual
impairment poses some challenges which may not pertain
to other childhood impairments. Visual impairment is
uncommon, affecting 1-2 per 1000 children in Britain®’;
however, about half of all affected children have additional
serious non-ophthalmic impairments or chronic disorders
and visual loss impacts on all aspects of the child’s life. Thus,
multidimensional care is required, provided by a wide
range of professionals at different levels within the health
service.”** Although most visually impairing childhood
disorders in Britain are present from infancy, there may be
a prolonged period of uncertainty before the final diagnosis is
achieved: ophthalmic assessment of young children being
difficult and the prognosis for vision for a given child
depending on visual development as well as on the natural
history of the disorder and the impact of any treatment
available for it. These factors may partly account for the main
parental criticisms in this study—provision of information
and coordinated and comprehensive care. Equally, they may
explain the notable observation of lower overall satisfaction
reported by parents of children with more severe visual loss
and those with multiple impairments, highlighting the subset
of families with the greatest unmet needs.

The mean MPOC scores in the present study are compar-
able to those reported in studies of a range of other childhood
impairments or disorders,” ' > "> * in which provision of
general information is invariably consistently the lowest
scoring domain. This is consistent with the great importance
to parents of information about the broader aspects of
accessing services and care for their child, irrespective of the
precise nature of the impairment. In our study, the MPOC
scores for information provision were lower for mothers than
fathers and were consistent with needs expressed in the
interviews. These findings concur with a previous report of
variations in MPOC scores by sex” and also with other
studies** ** showing that mothers of young children with
disabilities express significantly greater needs, including for
information, than fathers. We suggest this reflects differences
in roles rather than true differences by sex: mothers are
usually the main carer and attend hospital appointments and
use other services more often, and thus have more detailed
information needs.

Children from some ethnic minorities, in particular
Pakistani and Bangladeshi groups, are over-represented
among children with visual impairment in Britain.** Use of
health services by children is known to vary by ethnicity and
social class®” ** and may reflect differences in the degree to
which parents from different ethnic groups are able to
navigate successfully through the healthcare system. It is
therefore an unexpected finding that MPOC scores for
information provision were higher for parents from ethnic
minorities than for white parents in our study. This may be
explained by the qualitative data indicating that parents from
ethnic minorities searched less actively for sources of
information outside the hospital and relied mainly on their
consultant ophthalmologist for it, than did white parents.
This is consistent with previous reports of ethnic variations in
information seeking by parents of children with disabilities.”
It is also unexpected to find that MPOC scores for enabling
and partnership and coordinated and comprehensive care
were higher for parents from ethnic minority groups. We
suggest these findings, taken together, reflect sociocultural
differences in expectations of health services and profes-
sionals regarding both information provision and the degree
to which parents should be treated as equal partners in the
care of their child, as well as sociocultural variations in
parental accessing of health information directly. Such
variations need to be addressed if health services are to be
comprehensively family orientated.

Despite their criticisms of information giving, parents in
this study reported high overall satisfaction with services.
This supports previous reports linking satisfaction most
closely with the structure and organisation of services and
with the conduct of managing clinicians."” Parents tend to
identify information as their greatest need,”” almost
irrespective of the amount or type actually provided. This is
partly because their needs change over time, as their child
grows and new issues arise, and partly because of their
inherent uncertainty about their child’s future and how best
to prepare for it."” Nevertheless, improving the medium,
content, and scope of general information provided by
professionals to parents of visually impaired children emerges
as a priority. Remembering that informational and other
needs vary by the parent’s role (primary carer or not) and
their ethnicity, as well as by the severity and complexity of
their child’s visual loss, should help to improve the ability to
provide high quality health services for all families with
children with visual impairment.
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