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Guide to levels of risk of negative health consequences from dysphagia

This guide identifies the factors that increase the risk of negative health consequences arising from a person’s dysphagia. The negative health consequences are asphyxiation and/or choking episode, aspiration incidents, dehydration and poor nutritional status.

These factors are not related to the severity of the dysphagia itself but to other intrinsic and extrinsic factors which may exacerbate dysphagia risks. These factors affect the predictability of the person’s presentation and interact with the dysphagia. High risk and low risk are easier to manage than fluctuating risk i.e. the person’s risk varies for any intrinsic or extrinsic factor from meal to meal or day to day. Each factor can increase the risk of all the negative health consequences outlined above.
	Intrinsic factors
	Indicators associated with low risk
	Indicators associated with increasing risk
	Indicators associated with high risk

	Level of learning disability/cognitive function
	· Person able to understand risks associated with their dysphagia.

· Person able to understand and implement their management strategies.
	· Person reliant on others to implement dysphagia management strategies.

· Person is cognitively dependent on others to eat and drink.
	· Person unable to understand risks associated with his/her dysphagia.

· Person unable to recognise the health and safety aspects of eating and drinking (e.g. volume, temperature, rate of intake and presence of inedibles).

	Alertness

and

cooperation
	· Person maintains alertness during eating and drinking.

· Person alert throughout the day.

· Person shows anticipation of the food and drink presented.

· Person opens and closes mouth appropriately.

· Person does not experience things which may affect level of alertness or cooperation.
	· Person has reduced ability to focus.

· Person less alert at different times of day (e.g. early morning and after bathing).

· Person has reduced response to helper or food and drink.

· Person does not consistently open and close their mouth in response to food and drink.

· Person experiencing things that may affect levels of alertness or cooperation (e.g. medication and ill health).


	· Person is sleepy or drowsy and hence less alert.

· Person is unable to maintain sustained periods of alertness. 

· Person has no anticipatory response to helper or food and drink.

· Person does not anticipate arrival of bolus.

· Person is experiencing many things which affect levels of alertness or cooperation (e.g. medication cocktail and serious ill health). 

	Distractibility
	· Person focusing on helper and/or food and drink.
	· Person is occasionally distractible during mealtimes.
	· Person is highly distracted by environmental sounds or activity.

	Fatigue


	· Person does not get fatigued during meals and drinks.

· Person has a regular sleep pattern and is refreshed after sleeping. 

· Person sleeps unaided by medication and/or is not on medications that affects sleep.

· Person’s safe posture is not compromised as they become fatigued.
	· Person may become fatigued during meals and drinks (e.g. because they tire after physical activity, have sleep apnoea or require postural adjustments during the night which disturbs sleep).

· Person sleeping during the day.

· Person requires medication to attain regular sleep pattern.

· Person’s safe posture is compromised as they fatigue.
	· Person visibly and/or rapidly fatigues during course of meal or drink showing signs of inco-ordination which affect eating and drinking.

· Person falls asleep during oral intake.

· Person takes medications which increase fatigability and reduce energy levels.

· Person’s safe posture cannot be maintained when they fatigue.

	Rapid decline in function (decompensation) due to ill health


	· Person has good general health.

· Person appears physically unaffected by everyday infections.

· Person appears cognitively unaffected by everyday infections.
	· Person has a suppressed immune system. 

· Person has underlying medical problems that may interact with new infections.

· Person decompensates when experiencing any kind of infection e.g. UTI.

· Person has reduced ability to make decisions because of decompensation (e.g. volume or rate intake).
	· Person has seriously compromised immune system.

· Person decompensates rapidly when experiencing any kind of infection e.g. UTI.

· Person has extremely reduced or no ability to make decisions (e.g. volume, temperature, rate of intake or presence of inedibles).

	Seizure activity
	· Person does not have seizures.

· Person’s seizures are well controlled by medication or very infrequent and easy to recognise.
	· Person’s seizure activity is less controlled or predictable.

· Person experiences some changes in skills pre or post seizure.

· Person’s seizure activity is affected by other things (e.g. increased temperature or fatigue).
	· Person’s seizure activity leads to increased arousal pre or post seizure.

· Person’s seizure activity leads to loss of alertness and inco-ordination.

· Person’s seizure activity is difficult to recognise or is atypical.

	Oral health problems
	· Person has no oral health problems. Person has minor oral health problems which do not impact on eating and drinking.

· Person has minor oral health problems which are managed well.
	· Person has occasional and/or low level oral health problems which impact on eating and drinking (e.g. occasional mouth ulcers or mild case of oral thrush).

· Person has mild or occasional tooth decay, gum disease or toothache which may impact on eating and drinking.
	· Person has severe oral health problems which impact on eating and drinking (e.g. many mouth ulcers or severe case of oral thrush).

· Person has serious and/or frequent tooth decay, gum disease or toothache which does impact on eating and drinking.

	Underlying respiratory problem 
	· Person has no underlying respiratory problems.

· Person’s respiratory function is effectively monitored and managed and does not affect eating, drinking or swallowing.

· Person’s underlying respiratory problems is well controlled by medication. 

· Person’s respiratory function is being improved via, for example, exercises and postural management.

· Person has active and effective cough reflex.
	· Person prone to infections that affects respiratory function.

· Person finds it difficult to adapt eating and drinking style to compensate for respiratory problems.

· Person finds it difficult to implement medication regime e.g. inhaler.

· Person is unable to participate in activities to improve respiratory function.

· Person has delayed cough reflex and/or less effective cough.
	· Person has severely impaired respiratory function (e.g. COPD, rapid respiratory rate, reduced functional reserve or reflux with ascending aspiration).

· Person unable to adapt eating and drinking style to compensate for respiratory problems (e.g. inspires post swallow due to rapid respiratory rate, swallows during inhalation or incoordination between respiration and deglutition).

· Person’s respiratory problems are not improved by medication.

· Person has respiratory problems which will not or are unlikely to respond to intervention.

· Person has severely delayed, weak or absent cough reflex.

	Postural 
control


	· Person has no postural difficulties.

· Person can be assisted to achieve and maintain a stable position during and after oral intake.

· Person can achieve and maintain a stable position during and after oral intake.
	· Person’s postural stability deteriorates during and after eating and drinking (e.g. head tilting forward or backwards or changes to hand to mouth co-ordination as a result of loss of postural stability).

· Person needs to reposition self and this is judged to be safe or the person is repositioned and this is judged to be safe.

· Person requires equipment to achieve and maintain postural stability.

· Person experiences.
	· Person unable to achieve and maintain a stable posture aided or unaided during and after eating and drinking.

· Person requires frequent repositioning, aidied or unaided and this affects functioning (e.g. disrupts concentration, increases fatigue or makes respiratory demands).

	Behavioural difficulties
	· Person has no behavioural problems.

· Person is able to eat and drink safely with appropriate support.
	· Person’s behaviour affects the efficiency and safety of their eating and drinking (e.g. increasing level of agitation or wanting to move when eating and drinking).

· Person’s management strategies impact on the safety of eating and drinking.
	· Person’s behaviour is incompatible with safe eating and drinking.

· Person’s management strategies are incompatible with safe eating and drinking.



	Unmanaged 
pain
	· Person does not have any unmanaged pain.

· Person’s unmanaged pain does not impact on eating and drinking.

· Person is able to communicate about any pain and this can be managed (e.g. using medication).
	· Person is likely to or does experience unmanaged pain which may distract them during eating and drinking.
· Person has limited ability to communicate about pain experienced.
	· Person is likely to or does experience unmanaged pain which distracts them during eating and drinking.

· Person cannot communicate pain experienced.

	Mental health problems
	· Person has no mental health problems that impact upon safe eating, drinking and swallowing.

· Person’s mental health problems are well controlled by medication and/or therapy.
	· Person has mental health problems that are less controlled or predictable which may impact upon safe eating, drinking and swallowing.

· Person has mental health problems that are exacerbated by other things (e.g. changes to daily routine increasing anxiety, exposure to stressful situations or noise).


	· Person has severe and enduring mental health problems which impact upon safe eating, drinking and swallowing.

· Person has fluctuating mental health problems which can impact upon safe eating, drinking and swallowing (e.g. response to offered support, behaviour around eating and drinking and capacity to make decisions are all likely to be more variable).

	Medication


	· Person is not on medication.

· Person is on medications that have no or minimal impact upon their physical, sensory or cognitive functions.

· Person is on medications with no or minimal side effects that impact on their physical, sensory or cognitive functions.

· Person’s dysphagia medication sensitivities are considered when selecting the form and administering medications.
	· Person is on medications that may impact on physical, sensory and cognitive functioning (e.g. some anticonvulsants and neuroleptics can cause dyskinesia and some antipsychotics can cause loss of concentration).

· Person is on medications with side effects which may effect physical, sensory and cognitive functioning (e.g. some antipsychotics, antispasmodics and diuretics can cause xerostomia (dry mouth)).

· Person is taking a number of medication some of which may be the same type (e.g. polypharmacy).
	· Person is on medication the primary action and/or side effects of which cause dysphagia (e.g. dantrolene sodium (muscle relaxant effect)).

· Person is on medication the primary action and/or side effects of which can suppress the cough or gag (e.g. haloperidol).

· Person has a history of sensitivity to medications.

· Person is prescribed medication in an unsafe form (e.g. gelatine capsule).



	Physical environment
	· Person needs no environmental adaptations for safe eating and drinking.

· Person’s environment is appropriate and adapted to their management needs.


	· Person’s environment is temporary (e.g. respite or hospital) and hence not adapted to their specific management needs.
	· Person’s environment is not temporary and is inappropriately or insufficiently adapted to their specific management needs.

	Social environment
	· Person needs no environmental adaptations for safe eating and drinking.

· Person’s safe eating and drinking is not adversely affected by others in the environment.

· Person’s support needs do not conflict with others in the environment.
	· Person’s safe eating and drinking may be adversely affected by others in the environment.

· Person’s support needs and those of others in the environment compete for caregiver time.
	· Person’s safety during eating and drinking is seriously compromised by others in the environment.

· Person has incompatible support needs with others in the environment during meals and drinks.


	Extrinsic factors
	Indicators associated with low risk
	Indicators associated with increasing risk
	Indicators associated with high risk

	Access to eating and drinking equipment
	· Person needs no specialised equipment.

· Person has a ready supply of appropriate working equipment for safe eating and drinking.

· Person can access and recognise his/her own equipment needs.

· Person can adapt eating and drinking to non-personal adapted equipment (e.g. different sized spoon).
	· Person’s access to equipment is dependent upon carers.

· Person’s equipment function is dependent upon caregivers checking before use (e.g. correct lid on cup for the person).

· Person has limited ability to adapt beyond own specialised equipment.
	· Person can only be safe eating and drinking with specified specialised equipment (e.g. slow-flow equipment where valve needs to be in place).

· Person’s access to functional specialised equipment is likely to be compromised. 

· Person has no ability to adapt beyond own specialised equipment.

	Staffing level
	· Person does not require staff support to eat and drink safely.

· Adequate staff are available to support the person to eat and drink safely at all times.

· Person has a staff team of less than seven members which is stable and consistent.

· Additional staff responsibilities do not interfere with safe management.
	· Person is partially physically dependent on staff to eat and drink safely.

· Staffing level is insufficient to meet the support needs of all people in a specific setting.

· Person has a staff team of more than seven members that is stable or a small but unstable team of less than seven.

· Staff vacancies leading to cover from a variety of carers.

· Additional staff responsibilities may interfere with safe management.
	· Person is totally physically dependent on staff to eat and drink safely.

· Staffing levels are not sufficient to provide adequate support and monitoring during mealtimes. 

· Person has large and unstable staff team of more than seven members.

· Use of unmonitored, untrained, unfamiliar agency staff.

· Additional staff responsibilities interfere with safe management

	Staff 
adherence

to plan
	· Staff understand and believe the dysphagia management guidelines are appropriate for the person.

· Staff are fully trained in dysphagia management by experienced staff.

· Staff have read and understood the management guidelines and have a thorough knowledge and understanding of implementing the guidelines.

· Staff follow the dysphagia management guidelines.

· Staff have a thorough knowledge of the risks associated with dysphagia and non-adherence to management.

· Staff are able to empathise with and have a positive attitude to people with dysphagia and their health needs.

· Staff inform relevant people when the person experiences changes which may impact on the safety of their eating and drinking.
	· Staff partially believe in and understand dysphagia management and associated guidelines. 

· Staff are trained by more experienced staff only and do not read the management guidelines.

· Staff do not update their knowledge about dysphagia management.

· Staff forget important aspects of management whilst maintaining other interventions.

· Staff do not update their knowledge about dysphagia risks.

· Staff spend little time empathising with the people with dysphagia that they support.

· Staff intermittently inform relevant people about changes which may impact on safe eating and drinking.
	· Staff do not acknowledge or believe the person has dysphagia and do not agree with the guidelines.

· Staff are untrained and have no knowledge of dysphagia management.

· Staff fail to implement guidelines or implement them inconsistently.

· Staff are unaware of the health risks associated with non-adherence.

· Staff have a negative attitude and do not empathise with people with dysphagia.

· Staff fail to inform relevant people about changes which may impact upon safe eating and drinking.

	Family adherence

to plan
	· Family believe in, understand, follow and agree with the dysphagia management guidelines for the person.

· Families inform relevant people when the person experiences changes which may impact on the safety of their eating and drinking.

· Time pressures and organisational issues in the family do not impact on safe eating and drinking (e.g. management is prioritised).

· Person is supported at mealtimes by only a small number of experienced family carers.
	· Family past experiences, attitudes and beliefs make it difficult for them to accept and implement the changes necessary for safe eating and drinking.

· Families intermittently inform relevant people about changes which may impact on safe eating and drinking.

· Time pressure and organisational issues in the family lead to reduced and variable safe support.

· Person is supported by many different family carers at mealtimes.
	· Family member(s) refuse to engage with dysphagia management.

· Families do not inform relevant people when the person experiences changes which may impact on the safety of their eating and drinking.

· Time pressure and organisational issues in the family lead to unsafe practices.

· Person is supported by many inexperienced family carers mealtimes.




	Additional risks

	Compromised quality of life

and loss of personal dignity 


	These risks increase when too little attention is paid to:

· communication about food and drink;

· hygiene and personal care needs around eating and drinking;

· protection of clothing and suitable clothing protection;

· cultural needs and age in relation to eating and drinking;

· food and drink preferences, and choices around eating and drinking;

· personality and history in relation to food and drink;

· the way the person is assisted;

· eating and drinking in an appropriate place;

· experiences and feelings about dysphagia.

	
	Situations associated with 
low risk
	Situations associated with increasing risk
	Situations associated with high risk

	
	Carers take into account the above factors associated with quality of life and dignity when supporting the person during meals and drinks.
	Carers find it difficult consider these factors when supporting the person during meals and drinks (e.g. due to competing time demands and insufficient personal information available). 
	Carers do not consider the above factors when supporting the person during meals and drinks.

	Injury

and discomfort


	Risk of injury may increase due to:

· actions of the person’s carer (e.g. wiped excess saliva rather than dabbing – causing sore chin);

· utensils they have to use (large metal spoon);

· food and drink (hot food, hard food, food with sharp edges, bones). 

Risk of discomfort may increase due to:

· the position the person is in;

· food, drink or drool around the mouth, chin or neck;

· the speed at which food or drink is given;

· oral health problems;

· debris in the mouth;

· food or drink temperature

· engaging in physical activity too soon after eating or drinking.

	
	Situations associated with 
low Risk
	Situations associated with increasing risk
	Situations associated with high risk

	
	Carers take into account the above factors when supporting the person during meals and drinks.
	Carers find it difficult to consider these factors when supporting the person during meals and drinks. 
	Carers do not consider the above factors when supporting the person during meals and drinks.


Proforma for indicating degree of negative health risks for individual clients 
	Negative health consequence:_____________________________


	
	

	Intrinsic factors
	Low 
risk (0)
	Increasing risk (1)
	High 
risk (2)
	Extrinsic factors
	Low 
risk (0)
	Increasing risk (1)
	High 
Risk (2)

	Level of learning disability/cognitive function
	
	
	
	Physical environment
	
	
	

	Alertness/cooperation
	
	
	
	Social environment
	
	
	

	Distractibility
	
	
	
	Access to specialised equipment
	
	
	

	Fatigue
	
	
	
	Staffing level
	
	
	

	Rapid decline in function due to ill health (decompensation)
	
	
	
	Staff adherence
	
	
	

	Seizure activity
	
	
	
	Family adherence
	
	
	

	Oral health problems
	
	
	
	Additional risks
	
	
	

	Underlying respiratory problem 
	
	
	
	Quality of life/loss of dignity
	
	
	

	Posture control
	
	
	
	Injury/discomfort
	
	
	

	Behavioural difficulties
	
	
	
	
	
	
	

	Unmanaged pain
	
	
	
	
	
	
	

	Mental health problems
	
	
	
	
	
	
	

	Medication
	
	
	
	
	
	
	

	Totals
	
	
	
	
	
	
	


High risk levels should always be monitored by a specialist dysphagia practitioner. 
Notes:  These documents are for reference and clinical use.  The guide has not been piloted in clinical practice, and the reliability and validity of the guide has not been checked.  Scoring of risk factors using the guide is optional.  Scoring needs trialling in practice to identify scores which equate to high, medium and low overall health consequence risk.  Scoring risk can allow practitioners to prioritise and sequence dysphagia management.  Room is provided for additional factors to be incorporated onto the proforma and further intrinsic and extrinsic factor may be developed in the future. Feedback on this document can be provided through the ALD-Dysphagia UK Group (alddysphagiauk@gmail.com)
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