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Best Practice Recommendations

Management of suspected non-tuberculous

mycobacterial cervical lymphadenitis (NTMCL)

SETTING South West Surgery in Children Operational Delivery Network (SW SIC ODN)

FOR STAFF Staff involved in the pathways for children (under 16 years) being investigated
for and managed with non-tuberculous mycobacterial cervical lymphadenitis
(NTMCL)

PATIENTS Children who have suspected and diagnosed non-tuberculous mycobacterial
cervical lymphadenitis (NTMCL) in organisations across the SW SIC ODN.

Guidance

Summary

This document is intended to provide a reference for what is considered best practice across the
South West region and should be viewed alongside any locally agreed Standard Operating
Procedures (SOPs) and/or policies which should be followed at all times by local clinical teams.
This guidance is intended to support clinical teams in regional hospitals to manage children with
suspected and diagnosed NTMCL, and to ensure children across the region are provided with a
consistent high quality standard of care.

Diagnosis

e A probable NTMCL diagnosis can be made from a classical clinical presentation with or
without the use of additional investigations such as blood tests and radiology. Children
presenting with classical symptoms and signs where NTMCL is the most likely diagnosis
may not require further investigation and the child can be managed accordingly. (1)

e For a definitive diagnosis of NTMCL, a positive mycobacterial culture or PCR is required
but this is not necessary in the majority of cases. (1)

e When children present early to ENT without having progressed to developing skin
changes and liquefaction of the affected node, further investigations are likely to be
required. This is also indicated where there are unusual features or clinical concern of an
alternative or malignant process. (1)
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Figure 1 — Summary diagnostic flow chart (taken from ref 1)

Initial Consultation — setting expectations

e When a child presents with a clinical picture of NTMCL a detailed consultation with the
family should be undertaken to discuss the disease and its course. During this initial
consultation the clinician should discuss any possible investigations (if required),
treatment options and how the disease is likely to progress until resolution (1). At this
stage it is noted to be important to reassure the families that the disease is benign and will
not cause any long term health issues.

e The use of photographic images to accompany the discussion is recommended as these
can be very helpful for parents (2).

e The consultation should include the potential timeframe until resolution and clear guidance
on support during this period for the family if they have concerns and expectations around
contact. The use of parent-led photographic documentation of disease progress/updates
should be considered and discussed with the parent. (1)
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Investigations

Serological
e For NTM diagnosis blood tests are not routinely required and are only required if an
alternative diagnosis is being considered. (1)

Radiological

e If the diagnosis of NTMCL is clear due to clinical signs such as skin changes, then
Ultrasound scan (USS) is not necessary; however in the early stages of the disease where
diagnosis is not obvious then USS can be a useful first line investigation. (1)

e CT and/or MRI are rarely required in the work up of a patient with NTMCL but may be
used in diagnostic uncertainty, where there is a high degree of suspicion of an alternative
diagnosis and, in some instances may have a role in surgical planning. (1)

e Chest X-ray is not routinely required but may be helpful where there is a high degree of
suspicion of pulmonary TB or lymphoma/malignancy. (1)

Microbiology

e Invasive tests for a microbiological diagnosis are not required where the diagnosis is
clinically clear. (1)

e For a definitive diagnosis, confirmation of the mycobacterium is required, and this can be
achieved by microbiological culture or PCR. Material for these investigations can be
gained by FNA, pus swab from a discharging wound or a tissue sample from curettage,
nodal excision or biopsy. (1)

Management / Treatment

Observation
e In cases where there is a high risk of facial nerve palsy from surgical intervention, it is
recommended to undertake watchful waiting and allow the disease to burn out without any
risk of facial weakness. (1)
e The benefits of avoidance of surgery and facial nerve injury must be weighed against
potential prolonged duration of healing and unpredictable scar result. Parents/carers
should be advised that healing will take up to two years in some cases. (1)

Surgery

e Surgical intervention, that aims for complete excision with curative intent, should only be
considered for patients presenting with early disease before significant skin involvement /
break down / fistulation AND where the facial nerve is not at risk (due to the complications
particularly risk of permanent facial palsy). The usual location of NTMCL in the
submandibular and parotid region puts the facial nerve at risk during most surgical
approaches. (1)

e |If surgery is considered appropriate, then the risk to the facial nerve has to be carefully
considered and discussed with the family. (1)

e There is no role for incision and drainage in NTMCL for treatment purposes (but it may be
needed for diagnosis), and curettage needs to be undertaken with caution given the lack
of evidence of its superiority over observation. (1)
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Antibiotics

e There is no high-level evidence to support that antibiotics offer any advantage over
observation alone. Improvement whilst on antibiotics may be because of natural disease
resolution.(1) If a suspected secondary bacterial infection occurs in the region of the skin
breakdown, there may be a role for a short course of appropriate antibiotics.

e Anti-mycobacterial antibiotics are not noted to have a role in the management of NTMCL,
but they are still used in management of this disease. (1)

e In more complicated cases (eg recurrent cases, discharging sinuses), then teams should
discuss with Paediatric Infectious Disease team in Bristol if the review or antimicrobial
therapy is being considered or is felt to be helpful. If other differential diagnoses, such as
TB, are suspected then discussion with Bristol Paediatric Infectious Disease team should
also be considered. The team can be contacted through their administrative email
paedidimmunologyadmin@uhbw.nhs.uk or via switchboard board ID reg 3997 9-6pm and
ID consultant on service via switchboard 9-6pm

e Monotherapy is not advised due to the high risk of resistance with NTM. Typically, dual,
or triple therapy (usually clarithromycin in combination with ethambutol and either
rifampicin or rifabutin) treatment is prolonged (3-12 months) and due to the potential side
effects, compliance is generally poor. (1) It is suggested that a discussion with the
Infectious Disease team is undertaken if this approach is being considered.

e |If treatment with antibiotics is undertaken this needs to be under the supervision of the
appropriate team e.g. infectious diseases, there needs to be microbiological sampling as
a pre-treatment investigation, and on-treatment monitoring will need to be undertaken. (1)
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Figure 2 — Management of NTMCL flowchart (taken from ref 1)
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Local management versus Onward Referral

e It is expected that the majority of children diagnosed with NTMCL are managed locally
within the local secondary care provider. (1)
¢ In the following circumstances a review with colleagues in a tertiary setting could be
considered appropriate. Those who are felt to be appropriate for surgery who are
1. aged two or under or
2. have other co-morbidities requiring treatment in a tertiary centre or
3. have a NTMCL lesion in very close proximity to the facial nerve and are keen for
surgical intervention/early disease

These should be referred to the Bristol Royal Hospital for Children for discussion.

e As per antibiotic recommendations, where children are being treated with antibiotics then
discussion should take place with the Paediatric Infectious Disease team in Bristol to
consider monitoring requirements.

Consultation —ongoing management and follow up

e All parents and children presenting with NTMCL should be provided with appropriate
information and guidance on their proposed ongoing management (2)

e For children undergoing an observational pathway a follow up appointment should be
arranged at approximately 6 weeks after initial diagnosis.

e Ongoing follow up should be agreed at typically 3 months and then an option for patient-
initiated follow-up for typically 1 year but up to 2 years to monitor progress.

e |If surgical intervention has been undertaken follow up would be anticipated at 2-4 weeks
post procedure with an option for patient initiated follow-up for up to 2 years to monitor
progress.

Audit

As part of the SW SIC ODN, centres should participate in audits of their NTMCL pathways and
management as appropriate.
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