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Referral to the National AT Service

Dr Mohnish Suri, Consultant Clinical Geneticist

The National AT Service is a partnership
between:

. The Children’s Centre at Nottingham City
Hospital Campus

. The Adult Specialist Centre at Royal
Papworth Hospital in Cambridgeshire

. The Ataxia Telangiectasia Society (AT
Society)

Once a diagnosis of AT has been made the
patient should be referred to the appropriate
national specialist centre for a detailed multi-
disciplinary assessment.

Contact details:

AT Society

Support Team

Unit 54 Thrales End Business Centre
Thrales End Lane

Harpenden, Herts
AL5 3NS

Nottingham Children’s AT Centre
Dr Mohnish Suri/Dr Anna Wilsdon
Consultant Clinical Geneticist

Clinical Genetics Service

Nottingham City Hospital, Hucknall Road
Nottingham

NG5 1PB

Papworth Adult AT Centre
Dr Nicholas Oscroft

Consultant Respiratory Physician,
Royal Papworth Hospital
Papworth Road

Cambridge Biomedical Campus
Cambridge

CB2 0AY

For children under 16 years of age this is the
National Paediatric AT Clinic at the Nottingham
City Hospital Campus.

It is also recommended that the family be put in
touch with the AT Society. Their professional
Family Support Team can provide information,
emotional support, and a wide range of advocacy
support, including help with housing, school and
benefits.

Referrals to the Specialist Clinics are made
directly to the centre by the patient’s treating
physician or GP; the AT Society can help with this
and they also provide administrative and
logistical support to the families to attend the
clinics. (Such as transport and hotel
accommodation).

Tel: 01582 760733

Tel: 01159 627728
Email: nuhnt.atnottingham@nhs.net

Tel: 01223 638000
Email: nicholas.oscroft@nhs.net

www.atsociety.org.uk
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Ongoing Care
Dr Mohnish Suri, Consultant Clinical Geneticist

Attendance at national specialist centres

It is essential that children with AT attend the
national specialist centre in Nottingham for an
initial assessment by the specialist team. This will
help the local team support the child with

AT and their family. As AT generally progresses
and causes more neurological, respiratory and
immunological problems over the years, it is best
practice to establish a local
child” with a key worker and lead professional
(e.g. a community nurse or physiotherapist and a
community paediatrician). We recommend regular
local paediatric neurology and/or neurodisability
follow-up and local paediatric respiratory follow-
up as needed. Over time some children will
benefit from a local CF-type service.

team around the

After an initial assessment at the national AT
centre, it is strongly recommended that the child
continues to make regular visits to the centre.

Following each visit, a letter detailing the
findings and any recommendations from each
specialty will be sent to the referring physician,
the local team and the family. Where it is felt
necessary for urgent treatment to take place, the
clinic will also prescribe or make referrals as
necessary.

Nottingham

The AT specialist centre in Nottingham was
established in 1993 and is the longest-running AT
clinic in the world.

Clinics are held over one day (on a Friday). There
are 18 clinics held every year. At each clinic,
three children are seen on an outpatient basis.

It is essential that children with
AT attend the national

specialist centre at Nottingham
for an initial assessment by the

specialist team. This will help
the local team support the child
with AT and their family.

Over the course of the day the children see a
paediatric team comprising:

« Geneticist

. Neurologist

« Immunologist

. Respiratory physician

. Genetic counsellor

. Speech & language therapist

. Dietician

« Occupational therapist

. Physiotherapist

« Respiratory nurse and physiotherapist

Bloods are also taken for a detailed
immunological analysis and other investigations
as indicated.

Patients are usually recalled to the clinic every
two years. If there is an urgent need for a
patient to attend the clinic, this can normally be
arranged.

The day before the clinic the family have an
appointment at a local hotel to meet with Jane
Flint, Psychotherapist, for mental health support
(part of the clinic team) and to meet with the
support team from the AT Society, where they
can get help, support and advice.

www.atsociety.org.uk



Papworth

From 16-17 years of age, patients are referred
to the AT specialist centre for adults at
Papworth Hospital, which has expertise in the
treatment of lung conditions. Patients are seen
over two days (Monday and Tuesday mornings)
but stay overnight in the hospital in private
rooms. One or two patients are seen each week.

During their time at the centre, patients see a
team comprising:

. Respiratory consultant

. Neurologist

« Immunologist

« Geneticist

« Speech and language therapist
. Dietician

. Occupational therapist

« Physiotherapist

. Social worker

. Palliative care team

Patients are offered blood tests, a respiratory
assessment, an immunological assessment, video
fluoroscopy (or alternative) and sometimes a
chest CT scan, brain MRI, and nerve
conduction/EMG studies.

Patients usually attend the clinic once a year.

Local care

It is vital to establish appropriate local care, to
ensure that the child is monitored and their
needs met between visits to the specialist
centres. We recognise that resources and
organisation of healthcare will vary from area to
area, but this section outlines our general
recommendations.

Paragraph 5.8 of the UK Strategy for Rare
Diseases states that every patient “should have
an overall care plan to manage co-ordination of
care between health and social services” and we
strongly endorse this. Ideally a formal
arrangement should be established, with regular
“team around the child” meetings, involving
representatives from health, education and social
care.

We also recommend that each child has a local
named key worker, and a local named lead
professional, as set out in paragraph 5.9 of the
UK Strategy for Rare Diseases (page 5 & 6).

Patients will need support at different stages of
the disease from a range of different health
professionals, but generally need a local
community paediatrician, a local paediatric
neurodisability specialist or paediatric
neurologist and a local paediatric respiratory
specialist, and their teams. The AT clinic will
then be able to liaise with the local team more
effectively.

Detailed guidance is to be found in the
individual sections following this; however, we
strongly recommend the following form part of
the care package:

Respiratory care

A respiratory review at least every three
months, and more frequently if the child is
unstable.

Neurology

A paediatric neurodisability review at least
every 6 months, and more frequently if the child
is unstable.

A local paediatric neurology review at least
every year, or more often if support is needed
by the neurodisability paediatrician.

Immunology

In those children where recurrent infections are
related to immune deficiency, local
immunologist input is recommended. This is
essential for children who may need to
commence immunoglobulin replacement
therapy.

SLT and diet
Regular assessments by a speech and language

team, and dietetic review.

Physiotherapy
Regular assessment and review.
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