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People with a learning disability, just like ourselves, will experience a range of health and medical
conditions throughout their lives. In fact, they are more likely to develop health and medical problems
than the general population.'” These include both physical and mental health problems and research
shows a higher prevalence in mental health problems such as anxiety disorders and depression.’

There can be a number of reasons for this increased prevalence in people with a learning disability:*

= Certain syndromes can be associated with illnesses, e.g. people with Down’s syndrome are more
susceptible to respiratory infections and heart defects

»  Communication difficulties which may make it difficult or impossible to inform others of feelings
of ill health, or difficulty in following treatment recommendations

= Inability to complete daily living skills, e.g. personal hygiene tasks which may result in increased
susceptibility to infections etc

= Lifestyle factors such as an unhealthy diet, limited exercise and congregate living

= Lack of both knowledge and experience amongst general and medical practitioners.

Unfortunately we can add to the above a lack of willingness amongst some care providers to give equal
access to care and treatment for people with a learning disability, thereby denying them their right to a
health service that meets their needs.

A document entitled ‘Key Highlights of Research Evidence on the Health of People with Learning
Disabilities” was produced by the Valuing People Support Team in 2002. Some of this evidence is

reproduced below:

Respiratory Disease

Respiratory disease has a much higher incidence in people with a learning disability than with the
general population, and is in fact the leading cause of death at 46 - 52%.>®” This may be due to feeding,
breathing and swallowing difficulties, regurgitation and gastroeosophageal reflux, epilepsy, coughing
and vomiting.

Coronary Heart Disease

Coronary heart disease is the second most common cause of mortality among people with a learning
disability (14-20%).° This is even higher in people with Down’s syndrome, who are prone to congenital
heart defects. *°

Cancer
The incidence of death from cancer amongst people with a learning disability is lower than the general

population (11.5 -17.5% vs 26%).""'""'* However this is increasing rapidly as people with a learning
disability are living longer.



Despite the overall incidence being lower, there are differences in the type of cancer people with a
learning disability are more likely to have. Rates of gastrointestinal cancer are 48-58.5% compared to
25% in the general population,'®'"!* and the incidence of breast cancer is lower, *'"° despite the lower
incidence of breast examinations undertaken by women with a learning disability."*

Sensory Impairments

Around 30% of people with a learning disability experience significant impairment of vision and 40%
have difficulties with hearing. These problems are often overlooked or poorly managed.'>'®!” Hearing
problems may be due to impacted ear wax which can easily be treated.

Epilepsy

There is a marked difference in the prevalence of epilepsy in the general population (1%) compared to
people with a learning disability (22%).'®'° This figure rises to 30% in people with profound and
multiple disabilities. Multiple seizures are common and also often resistant to typical methods of
treatment.*’

Mental Health

Understanding the importance of predisposing, precipitating and maintaining factors involved in mental
health problems in people with a learning disabilities cannot be underestimated in the prevention or the
provision of optimum care.”’ Development of mental health problems can be due to a combination of
biological, psychological, developmental and social factors.*>**

It has been suggested by Emerson et al (1999)* that challenging behaviour may be caused or intensified
by a coexisting mental health disorder. The findings of Moss (2000)*® shows an increase in the severity
of challenging behaviour associated with an increase in the prevalence of mental health symptoms, with
depression showing the most marked association. In fact Meins (1995)*’ suggests that challenging
behaviour can sometimes be an atypical expression of depression.

Reported prevalence rates of people with a learning disability who have mental health problems vary
widely. They range from 10 - 39%, depending on the type of study and the methods used. Studies into
specific psychiatric illnesses indicate that some conditions may be more prevalent than others in people
with a learning disability, e.g. schizophrenia - between 1.3 and 3.7%,® affective disorders - between 1.2
and 6%, and anxiety related neurotic disorders around 16.4%.%

Challenging Behaviour

We have established above that people with a learning disability suffer from the same medical and
psychiatric conditions as the general population and in many conditions this can be at a higher rate of
prevalence. We are all aware that how healthy we feel inevitably affects the quality of our lives, our
mood and our level of participation in society. The question we need to ask is: “Do any health or
medical conditions increase the risk of challenging behaviour?”

Research would suggest that certain conditions do contribute: seizure disorders,” sleep disturbance,’’
psychiatric disorders,*” and infectious and pain related illness.>> Despite this there is not enough
research to give us a definitive answer, and also the research that has been done can sometimes leave us
with more questions than answers.

© The Challenging Behaviour Foundation. Registered charity no. 1060714. www.challengingbehaviour.org.uk
Registered office: The Old Courthouse, New Road Avenue, Chatham, ME4 6BE. Tel: 01634 838739



-3

This is especially so in regard to mental health problems: is the person’s behaviour learned or part of a
psychiatric illness; if the behaviour is part of the illness, then how much of it began with the illness but
has now been learned? These questions are difficult to answer even with thorough assessment. Some
studies indicate that factors other than just psychiatric problems, e.g. learning and environmental factors,
are contributing to the challenging behaviour.”*** Hillery (1999)*° suggests three concepts regarding the
relationship between challenging behaviour and psychiatric illness: primary, secondary and
consequential:

* Primary is where the behaviour is as a direct result of the psychiatric illness, e.g. Jon uses
aggression in response to hearing voices

= Secondary is where a behavioural response to a symptom of the illness creates challenging
behaviour, e.g. Greg screams in response to a visual hallucination which commands a negative
response from Tony his carer and Greg then uses aggression against Tony

= Consequential is where the behaviour begins as in primary but is reinforced by others and then
becomes learned behaviour, e.g. Shaun had become aggressive as part of his psychiatric problems,
and had noticed that he got a lot more attention when he did so. Despite the medication helping his
psychiatric illness, he continued to use aggression as a way of attracting the attention he needed
from others.

Difficulties with determining if challenging behaviour is due to mental health problems or learned
behaviour can result in the inappropriate prescribing of psychotropic medication. Some of the
difficulties which may arise include:

=  Many and severe side effects, some of which are irreversible

» Some medications may have an opposite effect and actually increase or intensify challenging
behaviour

=  Unnecessary long term use as the effects for carers make them more desirable to administer

=  Decreased participation in community and other activities due to sedating effects of drugs

=  Suppression of adaptive behaviours

» Limited evidence to support the effectiveness of psychotropic drugs for the treatment of challenging
behaviours in people with a learning disability”

Regarding medical illness causing challenging behaviour, Gunsett et al (1989)™ reported conditions such
as impacted bowel, compound fracture, and urinary tract infections in the main reduced challenging
behaviour once treated. Bosch et al (1997)°° showed significant decreases in challenging behaviour
following treatment of conditions such as otitis media, rhinitis, duodenal ulcer and constipation.

When we feel anxious or in pain we may be more sensitive to our environment, e.g. criticism or
demands, and may therefore react in ways that are generally out of character. It is no different for a
person with a learning disability who may react with challenging behaviour. If this behaviour has then
been effective in meeting the person’s needs, e.g. by throwing an object at a person so that the person
walked away, then they may be more likely to use the throwing behaviour the next time they want to be
left alone.

Illness and pain may help to explain some of the behaviours that are totally unexpected or out of
character. You may inform a person that their breakfast is ready and they come to the table on every
occasion, then suddenly out of the blue they refuse, shout at you and throw something across the room.
It is always worth considering health factors: do they have a headache, toothache, feel low, or feel
anxious. It may just be that a request that would normally be followed may on this occasion act as a
trigger for challenging behaviour.
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In the same way as we discussed a psychiatric illness may result in consequential challenging behaviour,
so can pain or illness. Challenging behaviour in response to pain or illness may trigger a favourable
response from a caregiver, thereby increasing the likelihood of a quite neutral behaviour becoming
persistent and quite challenging. To give an example of this a person may respond to an earache by
gently rocking and banging their head on the wall. This behaviour may only last as long as the earache if
it provides some relief. However, what could happen is a caregiver may respond to the head banging
behaviour, which provides a pleasant time for the person. What do they learn — bang my head and I will
get the attention I need. And so the behaviour begins: the person bangs their head, they get the desired
response. For some people with little means of communication, this can be a very effective way of
getting their needs met, so why not use it?

To illustrate with two brief case studies, meet Rob and Lisa whose stories are sadly not uncommon.
Rob

Rob is twenty nine years of age and he lives in his own flat with 24- hour support. He has a moderate
learning disability but has major difficulties with communication, e.g. he is unable to express himself
verbally and can understand basic language only. He has managed to learn a few signs but unfortunately
most of his carers are unable to understand them. Rob enjoys the company of others and participates
well in his local community. He does not usually present with any challenging behaviour but on the odd
occasion may show some aggression which his carers are at a loss to understand.

One Tuesday afternoon Rob’s carer is getting ready to take him on his usual trip to the local college.
Unfortunately and unbeknown to the carer Rob isn’t feeling too good. The enfolding scene is as
follows:

= Rob has a headache

= Rob does not have the communication skills to be able to tell his carer he has a headache

= Rob’s carer asks him to get his coat on to go out

= Rob usually loves to go out — But Rob has a headache, he doesn’t feel like going out

=  Not only can Rob not tell his carer he has a headache, he also can’t tell him he doesn’t feel like
going out because of the headache

= The carer persists in asking Rob to get his coat on, raising his voice a little

= Rob wants the carer to go away, he is getting anxious and his head is now throbbing

=  The carer persists in asking Rob and then moves towards Rob

= Rob can’t stand any more so he does the only thing left to him, he lashes out at the carer

= The carer shouts “No” and tells Rob in no uncertain terms that he is not going anywhere now

=  Robs sits back to relax his aching head!

The incident report may look like this:

Antecedent Behaviour Consequence

Asked Rob to get his Rob shouted and hit Left Rob sitting in

coat on me for no apparent the chair. Rob went
reason to sleep

The next day Rob’s headache had gone, he felt much better and wanted to go out. He got his coat and
took it to his carer as this usually prompted the carer to take him out. The carer firmly informed Rob
that he was not going anywhere and that he should go and watch television. Rob did not want to watch
television, he wanted to go out. His coat was taken away from him and the carer left the room. Rob was
annoyed, he felt it was unjust to stop him from going out. Rob ran after the carer to make him
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understand and grabbed his coat from the carer, twisting the carer’s arm. The carer, in pain, raises his
voice to Rob and tells him to go to his room. Rob runs to his room, slams the door and proceeds to kick
his wardrobe and throw everything from his dresser onto the floor.

The daily report read: “Rob is out of control, his behaviour is becoming violent. Telephone call to Dr
Blake to put him on medication for his challenging behaviour. He will visit tomorrow at 2 pm.”

The daily report may have read: “I am Rob’s carer and within two days I have been very successful in
teaching Rob how to use aggression to communicate. I have ignored his needs, made no attempt to find
out the real reason for his behaviour. I am now going to give him chemicals so that he will find it even
harder to communicate.”

A pattern of challenging behaviour has begun, caused, shaped and maintained by the carer and all
because Rob had a headache!

In reviewing the situation above it is easy to point the finger of blame at the carer. In fact, most of the
time carers do their very best, often in the most difficult circumstances. We must therefore look to the
organisation for answers. Often carers are employed to care for vulnerable people without sufficient
training, support, or clear expectations of their roles and responsibilities, and with insufficient
monitoring of the care they provide on a day-to-day basis.

Lisa

Lisa has a severe learning disability. She lives in a residential home with four other people who have
similar needs. Lisa’s parents have sadly both died in a car accident but Tanya, her godmother had
promised to look after Lisa’s welfare as best she could after their death. Lisa visits Tanya most
weekends.

The staff had become concerned as a few days following each visit to Tanya, Lisa became very
aggressive towards the staff at the residential home. They discussed this with Tanya and asked if
anything had changed about the visits. Tanya assured them that they were doing the same things,
activities that she knew Lisa enjoyed. Tanya could offer no reason for this change in Lisa’s behaviour.
After about three months, staff became suspicious and accompanied Lisa on a visit to

Tanya’s. They found no evidence of anything which may be upsetting for Lisa. They were baffled but
decided to stop Lisa going to Tanya’s for a few weeks to see what happened. To their amazement the
challenging behaviour stopped occurring, no more aggression, no more attacks towards staff. This
confirmed their worst fears but they were at a loss to know what to do. Should they stop her visits to
Tanya altogether, and if so how would they go about this?

It was at this time that staff noticed that Lisa appeared to be drinking more than usual. They decided to
take her to the GP and request a blood test. The results showed diabetes. They discussed Lisa’s
behaviour with the GP who enquired what foods Lisa had been having at Tanya’s. They said that when
they visited she had bought in lots of sweets and cakes for her. The GP then explained that Lisa had
probably had hypoglycaemia which can cause aggressive behaviour.

The moral of this particular story is that had Lisa not had the blood test and subsequent diagnosis, the
staff may have stopped her visits to Tanya altogether thereby cutting off her only close support outside
the residential home.
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Luckily for Lisa this did not happen, but the staff learned some harsh lessons. Consequently they paid
particular attention to Lisa’s physical health, arranged for assessment and intervention from a Speech
and Language Therapist to help Lisa communicate any difficulties she was experiencing, and ensured
other significant people in her life were also aware of potential difficulties.

Recommendations

Taking into consideration all of the above, the following recommendations may be considered:

Recognition that health and medical conditions can be a contributory cause to challenging
behaviours

Greater emphasis on all areas of health promotion for people with a learning disability

Training for all people who work with people with a learning disability to recognise, understand and
work proactively and in a person-centred way to respond effectively to triggers, signs and
symptoms of challenging behaviour

Regular health screening for people with a learning disability

Equal access to treatment for diagnosed conditions, both medical and psychiatric

Any behavioural support assessment must be preceded by a screening for health, medical and
psychological issues

More research into the contributory factors of health problems to challenging behaviours

Training for general and medical practitioners

Cautious prescribing of psychotropic medication for challenging behaviour

Speech and language therapy interventions should include communication skills to help individuals
identify pain and illness and communicate this to others

Active involvement from organisations to ensure their care staff are valued, supported and
adequately monitored to provide best practice at all times. This should start at the interview process
to ensure candidates are clear about the requirements and expectations of the role and promote
selection of staff who are truly committed to providing only the highest standards of care.
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