Editorials

Creating a holistic support service for people
with vision impairment

The diagnosis of visual impairment is life
changing for patients as it has huge impacts
on activities and tasks of daily living, self-
identity, and mental wellbeing. In order
to adapt to living with visual impairment,
a multidimensional, holistic service
is required in terms of practical, social,
and emotional support and rehabilitation
in order to empower people to become
independent.’

THE IDEAL SUPPORT SERVICE

The mental health needs of people with
visual impairment, and in fact chronic
diseases in general, are an important
aspect that needs to be addressed as part of
a holistic service. The Living Better Project,?
a Scottish Government-funded initiative in
2008, identified five key types of support that
patients with chronic diseases desired:

e emotional support — receiving empathy
and understanding from others;

e informational support — understanding
the illness, and how to access resources
and learn coping strategies in order to
self-manage;

e assistance and practical support —
transport and services to help patients
be socially active and pursue activities;

e peer support — the opportunity to share
experiences and information with peers
for empathy and knowledge; and

® South Asians with diabetes and CHD
desired bilingual, religiously appropriate,
and gender-sensitive local support
services.

The above themes are the same for
patients with visual impairment and many
of these findings have been reflected in
research specific to visual impairment.
Specifically,  patients  with  visual
impairment have expressed a need for
more emotional support and counselling,
to gain skills regarding independent living
and maintenance of employment as well
as communication techniques such as
braille and equipment provision, alongside
practical support. They also suggested
that their partners and significant others
should be trained in how to allow a
visually impaired person space to become
independent rather than to constantly do
things for them'!

Fundamentally, a patient-centred

approach is key and a successful
programme must be tailored to a particular
patient’s needs and what they want to obtain
from rehabilitation. People cope with vision
loss differently so it is also important not
to limit patients to a certain timescale and
to start rehabilitation as soon as possible,
as interest and motivation can be lost if
rehabilitation occurs too long after initial
sight loss.

CURRENT VISION REHABILITATION IN
THE UK

Local rehabilitation services for people
with visual impairment in the UK can be
inconsistent in terms of geographical
availability, model of service delivery,
duration, and content of rehabilitation
programmes.® A survey of local authorities
with adult social care responsibilities was
conducted regarding service provision for
people with visual impairment.” Out of
152 there were 87 local authorities that
responded. Results of the survey found
that, although there are areas in service
provision that need improving, many areas
have been addressed fairly well. All services
that responded provided information
and signposting. Most services offered
independent living skills, orientation,
mobility, and training in use of aids and
equipment. Almostall responders described
their services as being open-ended, with
the patient dictating how long they used
their services for. Despite many of the initial
referrals not being screened by a specialist,
the majority of actual assessments (95%)
were carried out by a specialist.’

Areas that services performed less
well in included consistency of services
available, emotional support, and specialist
input. Self-management courses were
only available from just over a third of
respondents. Of the services, 19% did
not have a specialist who delivered the
rehabilitation. Counselling was only offered
by 24% of services and 21% did not offer any

emotional support for patients, partners, or
carers.'

As only 57% of local authorities
responded, it must be taken into account
that there is a potential for bias and that
only local authorities with favourable data
completed the survey, or that particularly
holistic services have been missed. It is also
difficult to analyse the effectiveness of the
services provided as measures of outcome
were not often used by local authorities and,
even when used, the measurement tools
were not always standardised.

BARRIERS TO THE IDEAL SERVICE

Even with the knowledge of the key aspects
of an ideal support service for visually
impaired people, the actual delivery of such
a service is difficult. A discussion group
with vision rehabilitation workers reported
difficulties with time pressure, inadequate
training, and difficulty collaborating with
some external teams.! They felt that delays
in referral meant that patients could
become entrenched in their current way
of living so were less motivated to become
more independent. Delays could occur if the
patient has not been referred soon enough
or simply if the patient has not been made
aware of the service in the first place. The
rehabilitation workers felt that there was
a lack of recognition for their specialist
skills in vision rehabilitation by other health
professionals, which could underlie the
delay in referrals.’

Otherbarriersinclude practical difficulties
for patients in terms of transport, time,
and commitment. A person’s perception
of support and rehabilitation was another
factor as people are less likely to participate
in such services if they believe they do
not need help or have unclear or negative
perceptions of rehabilitation and support.*

APPROACHES TO VISION
REHABILITATION INTERVENTIONS
The ideal approach to vision rehabilitation
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interventions is an area of ongoing research.
Evidence is limited due to a lack of high-
quality research in this area, and though
many different interventions have been
studied there is not enough evidence in one
single area to draw a strong conclusion.
Rabiee P et al' reviewed community-
based rehabilitation services for adults
and covered a variety of angles including
function, mental health, and self-efficacy.
The authors found that group-based
intervention had the greatest support, with
four systematic reviews finding them to
improve function, self-efficacy, mood, and
quality of life®® as it provides the opportunity
for visually impaired people to meet, which
can reduce feelings of social isolation
and provide a platform for friendship and
sharing of experiences.

THE EMOTIONAL ASPECTS OF VISION
LOSS

Most interventions target functional
aspects of visual loss rather than social
and emotional aspects.' However, the need
for more emotional support for visually
impaired people is well documented as
there is a high rate of depression, anxiety,
and sleep disturbance in these patients.”'?
The diagnosis of vision loss can be incredibly
difficult for patients to deal with. It has an
impact on self-identity and what a person
feels they can achieve. Emotional distress
and social isolation is common before
people have come to terms with their vision

loss'" and its negative impacts on quality
of life are well documented as everyday
activities such as reading, walking, driving,
cooking, and working are impaired.'?

Psychological adjustment is a key factor
in the ability to cope with and compensate
for vision impairment.'

CONCLUSION

An effective support service for patients
with vision loss must be holistic and
encompass many different areas including
emotional, informational, practical, and
peer support.? Although informational and
practical support is satisfactory, patients
with visual impairment consistently report
that they feel the need for more emotional
support as vision loss has such a large
impact on mental wellbeing, and that this
area is often neglected by current services.
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