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(abbreviated from the features common in the disorder: 
Coloboma, Heart defects, Atresia choanae, growth Retar-
dation, Genital abnormalities, Ear abnormalities).

Multidisciplinary diagnostic facility
Within the environment of a Dual Sensory clinic, clini-
cians are trained in best communication practices 
for patients with sensory impairments. Appropriate 
communication, and provision of information in acces-
sible formats (eg, Braille) positively impacts sensory 
impaired children (figure 6; boxes 2 and 5) and ensures 
that hospital staff address patients with ND, rather than 
their caregivers. Effective communication is important 
during consultations and may involve allowing patients 
with ND to handle devices (eg, hearing aids, cochlear 
implant processors) or explaining test results appropri-
ately.26 These appropriate communication techniques 
allow patients to understand the procedures they may 
receive, helps them feel included and informed in their 
care decisions and may reduce stress.26 Communication 
between clinicians regarding patient needs and care may 
be improved by bringing them together in a multidisci-
plinary environment, so improving patient experiences.26

Hearing assessments are often challenging and time 
consuming in patients with ND, due to their blindness. 
Some hearing tests use visual cues so require adaption 
for ND patients and some CHARGE patients. If reliable 
results are not obtained, a hearing test under general 
anaesthetic must be considered. Hearing monitoring 
requires highly experienced staff, who are aware of the 
needs of patients with ND, ensuring patients’ comfort 
and understanding of the procedures.

In addition to training and communication, a multi-
disciplinary environment can promote collaboration and 
knowledge sharing between clinical experts. A network 
of such clinics could foster broader collaboration and 
opportunities for clinicians to discuss patient cases with 
a wider selection of their peers—this interaction may 
improve a clinician’s understanding of complex sensory 
disorders.

Convenience
In the UK, research into the experiences of patients with 
rare diseases and sensory impairments has revealed that 
for complex diseases like CHARGE and Usher syndromes, 
care can be uncoordinated and spread across numerous 

Figure 5 Advantages of Dual Sensory clinics, informed by published literature.

Figure 6 Patient and caregiver experiences: Dual Sensory clinics. Quotations were provided by the ND Foundation. ND, 
Norrie disease.
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clinics and hospitals.26 Dual Sensory clinics allow patients 
to be reviewed by multiple specialist clinicians in one visit, 
reducing the overall number of hospital visits they need 
to attend. This may reduce stress, particularly for patients 
with additional features such as ASD. Reductions in the 
time spent travelling to and attending appointments can 
also reduce absences from school for patients, and from 
the workplace for their parents (figure 6; Box 4).

In the Netherlands, the National Multidisciplinary 
CHARGE Clinic coordinates care for children and young 
adults with CHARGE syndrome and provides access to a 
wide range of clinicians, including a specialist communi-
cation and language development team; patients attend 
every 1–2 years.41

Appropriate environment
Many hospital environments are not designed with 
sensory impaired paediatric patients in mind; this has 
been reported by both CHARGE and Usher syndrome 
patients in the UK.26 Dual Sensory clinics aim to provide 
comfortable, accessible and functional environments for 
sensory impaired patients. This includes providing appro-
priate facilities close to waiting rooms, and ensuring 
that the waiting room and reception area have working 
hearing loops.26 Entertainment specifically for sensory 
impaired children, such as books in Braille and multisen-
sory toys for children of all ages, positively impacts the 
waiting experience.26 Sensory impaired children may 
have a preference for, or greater sensitivity to, their sense 
of touch and smell. A Dual Sensory clinic may be able to 
consider this in its design, helping to provide an environ-
ment better suited to patients’ needs (figure 6, box 2).26

Early detection of health problems
Access to a range of clinicians with specialist disease 
knowledge increases the chances that health issues are 
identified more quickly, allowing timely provision of 
appropriate interventions. Parents have reported that 
delayed diagnoses contribute to anxiety and stress9; the 
ease of monitoring health conditions in a Dual Sensory 
or multidisciplinary clinic may help to alleviate this.

Ongoing challenges
Despite the advantages of offering many different 
services at one appointment, careful consideration needs 
to be taken when dealing with very young or develop-
mentally delayed children who may struggle with medical 
procedures. Clinicians must decide which tests need to 
be performed most urgently so as not to overburden 
the patient during their visit. In particular, balance 
tests and ophthalmic examinations with dilating drops 
(which sting the eyes and can be very uncomfortable) are 
unpleasant for the patient, leading to discomfort, tired-
ness and poor compliance with subsequent tests. Further 
challenges may be experienced by a minority of patients 
with ND who have some visual function, as dilating drops 
may further compromise their access to visual cues for 
communication.

For many patients with rare, multisensory diseases an 
ongoing challenge is accessing services tailored to their 
condition. While the opening of new, specialist clinics 
represents an advance in care for such children, these are 
often concentrated in large cities. This small number of 
clinics and their limited locations can still present issues 
of travel time and costs for patients with ND and their 
families.

The transition from paediatric to adult services is 
another challenge for patients with rare conditions; 
however, awareness of this issue is increasing. It has been 
suggested that transition planning should begin from 
12 to 14 years of age, should cover a broad range of the 
patient’s care needs and should involve a coordinating 
care provider.42 Dual Sensory and multidisciplinary 
clinics may be of help to facilitate this transition process 
by ensuring that any changes to care are planned early 
and are coordinated between teams to avoid disruption 
to care and distress to the patient.42

SUMMARY
ND is a complex, multifaceted disease of dual sensory 
impairment that has a significant impact on patients 
and caregivers. While congenital blindness presents 
challenges for communication, development and adap-
tation to the sighted world, development of progressive 
hearing loss adds to the risk of isolation and psychoso-
cial impact. Early intervention to provide developmental 
support and identify subclinical hearing loss is necessary 
to ensure patients with ND can reach their full potential. 
The complex nature of ND means patients may attend 
many medical appointments, resulting in absence from 
school and their caregivers taking time away from work. 
Additional cost implications may result from the need for 
specialist equipment and hearing interventions.

Many hospital environments are not suited for chil-
dren with multiple disabilities and clinicians may be 
unfamiliar with the best communication practices for 
interacting with such patients. Provision of Dual Sensory 
clinics may optimise patient care and experience while 
streamlining visits to reduce the necessary absence from 
school, work or social activities. Coordinated multidisci-
plinary clinics specifically designed to cater to the needs 
of patients with sensory impairments would be of great 
benefit to patients with a wide range of complex rare 
diseases involving vision and hearing loss, including ND.
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