The LMBBS Child at School
What the teacher of a child with LMBB Syndrome should know

LAURENCE-MOON-BARDET-BIEDL SYNDROME

This leaflet has been written particularly for teachers and others in the education field who may at some time come across a child with Laurence-Moon-Bardet​ Biedl Syndrome. No one is an authority on this rare syndrome and each child is an individual but there are several shared characteristics which may have a significant effect upon the child’s ability to learn, on his or her behaviour or relationships. A teacher with awareness of the nature of the condition is better able to help the child and develop his or her skills to the maximum potential.
What is Laurence-Moon-Bardet-Biedl Syndrome?

LMBBS is a recessively inherited disorder, characterised by the following features. Not all of these features are always present in individuals diagnosed as having the syndrome and each of these features varies greatly among affected individuals in both appearance and severity:

Rod-cone Dystrophy, similar in some aspects tc, and often diagnosed as, Retinitis Pigmentosa or tunnel vision. It is generally of earlier onset than most types of Retinitis Pigmentosa. Beginning as night blindness, it is a progressive degeneration of the retina that leads to a restriction of the visual field and, in most cases, blindness. Visual impairment may not be detected in the early school years as few learning processes take place at nightl Fragmented vision may be masked by the child who is unaware that there is a problem] but some tasks may take longer so the child may be assessed as slow’.

The progressive nature of the eye disease means that it may not be noticeable until early adolescence or later. The eyes themselves appear normal to the casual observer and so the LMBBS child does not receive the consideration given to those suffering from more obvious impairment.

Impaired vision limits the ability of a great number of LMBBS children to use non-verbal cues in their relations with other people. This can make them appear rude and insensitive, provoking responses which lead to confrontation and conflict. This could confuse the LMBBS child who may be genuinely ignorant of the part he or she has played in creating the situation.

The closing-in of the visual field causes the child to stumble over obstacles such as waste paper bins or school bags left on the floor or to walk into half-open doors and, if no sight problem has been diagnosed, the child may be labelled clumsy’. If a defect of sight is not suspected, then such actions are deemed to be within the control of the person concerned who is then blamed and/or treated with impatience.

A similar situation arises during physical exercise periods in school and ball games with other children. In fact, the whole of school life can be severely affected by this misunderstanding. In the gym, a .‘ lack of ability at confidence I exercises! embraced enthusiastically by the minority of his or her classmates, often comes across as lack of spirit in the LMBBS child. This of course can affect the attitude shown not only by the teacher but also by the other children. Similarly! proficiency at ball games is a major influence on the esteem by which one child regards another. Again, the LMBBS child is at a disadvantage; a restricted field of vision makes it extremely difficult to keep track of a rapidly moving object which is necessary for success.

Another similar misconception can arise in the school playground where it is often difficult for the LMBBS child to avoid collisions with other children running about and so they tend to isolate themselves and keep out of the way.

In view of the difficulties encountered by the visually impaired and overweight LMBBS child (see later section on Obesity) an enlightened teacher may consider placing emphasis on what the child can do rather than on what he or she cannot do. Low impact individual exercise programmes may not always be convenient to deliver but exercise referral is now available. We live in an age of

individual fitness programmes tailored to suit each person. Therefore it is less exclusive or isolating for the LMBBS child to follow his or her own specific exercise programme.
The teacher could refer the child to a GF who would then examine the exercise needs of the child, taking into account the difficulties associated with the syndrome.

Swimming is a sport that does not require the child to track fast moving balls. It is low impact and can provide a good general level of fitness. The LMBBS child could be encouraged to follow an exercise programme that includes swimming.

Horse-riding and carriage-driving classes are organised by the Riding for the Disabled Association (RDA) throughout the country. Riding skills improve co​ordination and increase self-confidence.

A curriculum subject such as Drama, with the support of able-bodied class members, can help integrate an LMBBS child in a mainstream class. Confidence​ building exercises benefit everyone, not only the child with LMBBSI

Other difficulties arise from the apparent carelessness of losing small objects by dropping them on the floor and not being able to find them quickly.

As vision fluctuates considerably according to lighting there can be confusion about the extent of visual impairment. If a school can provide good general lighting and avoid glare, the LMBBS pupil will have the optimum learning environment. Good lighting in corridors, cloakroom areas and toilets could prevent unnecessary bumps and falls. However, it should be appreciated that difficulties will still remain since another feature is the slowness with which the eyes of an LMBBS child adjust to changes in light — for example, in moving from the corridor to open sunlight.

Some LMBBS children would benefit from mobility training at an early age. The resulting increase in confidence and independence would be particularly useful when the child encounters new surroundings! for example on a school trip.

Low vision aids (LVA) could help the LMBBS child cope better in a mainstream class and a vigilant teacher could assess the effectiveness of 
Rehabilitation Officers at local resource centres for the visually impaired may provide mobility training at school without too much disruption of the LMBBS childs timetable. Local associations for the blind also provide up to date information on low vision aids and the adaptive technology available for the visually impaired.

With the increasing emphasis on information technology! and the importance of computers in the school curriculum of the 21st Century, there is a great opportunity for more equality in the mainstream classroom for the LMBBS pupil. The use of magnified text or screen readers where necessary may allow the LMBBS child to function satisfactorily, with appropriate support. alongside his or her sighted peers. The importance of stimulation in a mainstream environment cannot be overestimated.

Obesity (usually of early onset) means that the LMBBS child is vulnerable to bullying and it is important that the teacher understands that fatness is not always because of over-eating and communicates this to the other members of the class.

Help may be needed with the management of the child’s diet while at school but this should be as unobtrusive as possible. Imposing an unsocial diet regime in childhood or later could create behaviour problems causing the LMBBS child to rebel against authority. Friends could be discouraged from offering inappropriate food such as sweets, crisps and biscuits. PE and games are difficult subjects for overweight children without LMBBS. The overweight child struggling to play a successful part in team games often provokes impatience and ridicule, The added disadvantage for many LMBBS children of short arms and legs makes them appear even more awkward and uncoordinated.

The natural lethargy of the overweight child with LMBBS should be counteracted with a clear understanding by both parents and teachers to stimulate the extra effort required before any natural potential can be utilised.

The problem of finding suitable clothing for an outsize young person becomes increasingly important in adolescence when young people wish to be attractive to the opposite sex.

Polydactyly (extra fingers and or toes) poses problems of poor balance (if toes) and/or dexterity (if fingers) although the extra digits will usually have been removed by school age. The removal of the extra digit often interferes with the structure of the hand so that the actual control of the fingers is not within the power of the person concerned, This produces frustration through knowing what to do but being unable to do it. So many of the ordinary activities of life are dependent upon finger dexterity and many LMBBS children have short stubby fingers which they cannot control independently and which make everyday tasks. such as the tying of shoe laces, difficult. Short fingers pose problems in needlework or craft subjects and inhibit computer keyboard skills in individual’s successes and failures but also the attitudes that other people have shown towards them.

Testosterone treatment in LMBBS boys can make them more aggressive than usual so the teacher does need to know if this treatment is being used to accelerate sexual development. Sex education is an important part of the secondary school curriculum and the teacher needs to be aware that a class lesson could cause concern to the LMBBS child of both sexes, unable to relate to the features described.

In some cases help may be needed in the management of personal hygiene.

Neurological abnormalities such as spasticity affect the mobility of some LMBBS children who often have poor balance and co-ordination. They are often stiff legged as if ‘locked’ at the knees and suffer leg pain as lack of muscle tone leads to constant jarring. Strain is placed on the muscles and joints of the legs because the overweight tops of their legs make it impossible for the feet to adopt a ‘normal’ stance in relation to the rest of the body. An appropriate 

exercise programme is vital to promote the well being of the child without causing I physical pain.

A significant proportion of LMBBS children have speech defects some of which may well be connected with poor muscle tone. This can create a communication barrier between them and the teacher and can isolate them from their peer group.

Sometimes an LMBBS child will be labelled as ‘rude’ or ‘stupid’ because a requested response is delayed. There does seem to be some interference in brain messages as, once decoded, the question is mainly answered in a reasoned or intelligent way. The ‘delayed response’ phenomenon is widely reported by parents and teachers of LMBBS children.

Developmental delay is another of the classic symptoms of the syndrome, but in many cases the other features of the syndrome may provide the underlying explanation. The main danger of this title is to dismiss the LMBBS child as slow. If they are not stretched, frustration or apathy can set in and, as with any misunderstood child, behaviour problems can result. Whilst not unintelligent, their lack of social skills, along with a not unusual emotional immaturity can be misconstrued. Lack of empathy can make it difficult for LMBBS children to maintain close friendships. Empathy usually increases as the child matures.

The various physical difficulties add to the emotional burden carried by LMBBS children and it is perhaps not surprising that the majority of LMBBS children have low self-esteem. They tend to worry easily and this can lead to irritable or emotional outbursts.

Although it is always misleading to over-generalise. most LMBBS children are affectionate and eager to please and, like all children. they respond well to praise and encouragement.

Additional Problems. There are numerous additional problems associated with the syndrome, most frequently kidney abnormalities. LMBBS children suffering from kidney disorders often feel a general malaise: they can appear to be lethargic and uninterested in lessons or even behave badly when in actual fact they feel unwell. More frequent visits to the lavatory to urinate may be necessary for LMBBS children with kidney infections. A relaxed toileting regime is essential.

Although again not well documented, most LMBBS children have ear problems. Many younger LMBBS children suffer from intermittent hearing loss associated with excess mucus. The condition is common to many children so most teachers will be familiar with ‘glue ear’ and how it can adversely affect the learning process. A small proportion of children also have some nerve deafness. Learning is inhibited by both types of deafness which. it undetected, can lead to the incorrect assessment of the child as ‘slow’.
Severe Learning Difficulties can occur in LMBBS children, but the needs of these children will typically be met at specialist (SLD) schools. This booklet is aimed more at teachers in mainstream schools who may not have experience of the symptoms of Laurence-Moon​-Bardet-Biedl Syndrome. It is assumed that teachers at SLD schools will have experience of a wide range of disability if not specific knowledge or experience of LMBBS.

Further Education and Employment

Career information needs to be discussed with the LMBBS adolescent well before the time comes to leave secondary school and move on to further education. A perceptive teacher able to identify and develop special skills (such as touch typing on the computer keyboard) in the LMBBS pupil will ease the way to the next stage.

A number of, students go on to ordinary further education colleges as well
as to specialist vocational
 colleges. This stage of education merits an information booklet of its own, as does the subject of employment. However, by the time LMBBS students reach further education, their competence may be adversely affected by the way in which they have been treated socially throughout their childhood, another justification for this booklet.

A problem prevented is better than a cure attempted. The more understanding that has been shown throughout the formative years at school, the better the chance of achievement in further education and beyond.

The symptoms peculiar to LMBB Syndrome have a direct effect upon their relationships with others, resulting in an exaggerated lack of self-confidence which, in its turn, aggravates their whole situation. If the self-confidence of the young person with LMBBS has been undermined for years, a sense of  unfairness or apathy may take hold if he or she gives up the struggle for adequacy. They are not going to expect from themselves anything like the success of which they are capable. In order to reach the standards set by industry and commerce, they will certainly need to be functioning at their maximum.

For a young adult with LMBBS to make an adequate success of their life they must have initiative, application and excel in specific tasks. It is almost as if they must produce more than their able bodied peers as few in the commercial world make allowances. Lack of experience often holds back young adults applying for jobs and unless an employer is prepared to provide the first step into employment, it is impossible to gain more experience! Perhaps assertiveness training could be given to LMBBS teenagers to better equip them for further education and eventual employment.

A mutually supportive partnership between Home and School is most beneficial for the LMBBS child during the vital formative years in education. In many cases it is the parents who are the experts in knowing how LMBBS affects their child/children rather than doctors whose knowledge, if any. is likely to be limited to medical text about LMBB Syndrome, not specific to the individual child.

We hope that this guideline for teachers is helpful. If teachers communicate the information contained in this booklet in an appropriate way to members of the peer group of the LMBBS child, this would help to increase an understanding of their classmate.

Other publications of the Laurence-Moon-Bardet-Biadl Society:

Introducing LMBBS

Laurence-Moon-Bardet-Biedl Syndrome. . . More than Meets the Eye (a medical explanatlon of LMBB Syndrome)

We would encourage the many parents and teachers of LMBBS children who have experiences of their own to share them either:
by communicating with the LMBB Society so that their experiences can be incorporated in future revisions of this booklet.

Julie Sales: 01892 682680 

julie.sales @Imbbs.org.uk www.lnlbbs.org.uk

or by visiting 

www.lmbbs.org.uk where views can be shared and accessed more immediately.

it you require further information, contact the LMBB Society at the above address and they will direct you to other agencies who may be able to help.
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