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Introduction. 

In Ireland, 

intellectual 

1981). 

an 

or 

estimated 22,979 people suffer from some 

developmental disabili.ty Department of 

Severity of handicap 

Mild 

Number 

9,443 

8,100 

3,347 

Moderate 

Severe 

Profound 

Unspecified 

857 

1,232 

.form of 

Health, 

From work at present being carried" out in a number of areas, there 

are indications of an increase in the prevalence of intellectual 

disability since 1981 Needs and Abilities Report, 1990 ). More 

recent information ( Department of Health, 1992 ) estimates a total 

of 13,399 receiving care in residential, community or day care 

facilities and a further 6,986 attending special schools ( Department 

of Education, 1991/1992 ). 

In many cases of intellectual disability, no specific cause can be 

determined. However, identifed categories include: 

Prenatal: Either abnormality of a single gene eg inborn errors of 

metabolism or chromosomal anomalies eg Down·s syndrome, X-linked 

syndromes. Other prenatal causes include infection acquired in utero 

eg rubella as well as radiation, alcohol and certain drugs. 

Perinatal: Birth trauma, particu~arly anoxia and also 

hyperbilirubinemia or hypoglycaemia. 

Postnatal: Severe infection of the central nervous system and 

cerebral trauma are the major postnatal causes~ 

At present, there is no comprehensive source of statistics on the 

number of physically disabled persons in the country. A very rough 

estimate for the total number of all ages has been set at in excess 

of 150,000 Department of Health, 1983 ). The term physically 

disabled is generally held to include the sensorily deprived, those 
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with speech difficulties, as well as those with phys~cal disabilities 

arising from congenital causes, accidents or long-term iLlnesses. 

It is important to emphasise that the two categories of intellectual 

and physical disability are not necessarily distinct and that many 

people will fall into both categories.. Physical disabilities often 

associated with intellectual disability include blind, deaf, 

communication difficulties, spasticity, athetosis, ataxia, 

paraplegia, quadriplegia, hemiplegia, congenital heart disease and 

epilepsy. Therefore, while the emphasis of this report is focused on 

persons with intellectual disability, it will of necessity, also 

refer to those with physical disabilities. 
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Methodology. 

In an attempt to summarise the current level of nutrition care 

intellectual disability, efforts were available to persons with 

concentrated on the larger centres ie those catering for > 100 

area. Each of the residents in the Eastern Health Board EHB 

following centres were contacted and a questionnaire-assisted 

interview was directed to the medical director and/or senior nursing 

and catering staff. In some centres, speech therapists, dental 

hygienists and teachers were also contacted. ( Appendix I and II ). 

Centre 

Cheeverstown House, Templeogue. 

Daughter's of Charity Services, 

st Vincent's, Navan Road 

st Joseph's, Clonsilla. 

Peamount ~entre, Peamount. 

St Ita's Hospital, Portrane. 

St John of God Brothers, 

Dunmore House, Glenageary 

st Raphael's, Cellbridge. 

. St Michael's House, 

The Glens & Community residences. 

Day care centres. 

9ister's of Charity of Jesus and Mary, 

Moore Abbey, Monasterevan. 

( Department of Health, 1991 ) 

Total number of places 

( residential & daycare 

192 

265 

250 

210 

384 

90 

271 

79 

311 

180 
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In addition, any dietitians working in the area of intellectual 

disability were contacted and interviewed. ( Appendix III). 

A total of 4 dietitians provide a service of nutrition care on a 

regular part-time basis to the following centres in the EHB area 

central Remedial clinic, Clontarf ( 2 full days a week). 

Cerebral Palsy Ireland, Sandymount Clinic 1 x 3 hour 

session/fortnight ). 

Cerebral Palsy Ireland, Marino Clinic 1 x 3 hour 

session/fortnight). 

stewart's Hospital, Palmerstown ( 2 x 3 hour sessions a week ). 

None of the other centres have in-house access to the service of a 

dietitian. 

One other dietitian is available on a consultancy basis to St Ita's 

Hospital, Portrane. 

There are no community dietitians working in the EHB area. 

The 3 main paediatric hospitals in Dublin - Our Lady's Hospital of 

Sick Children, Crumlin, The Children's Hospital, Temple St and The 

Children's National Hospital, Harcourt St - were contacted and in 

each hbspital the senior dietitian was interviewed. Appendix IV ). 

The main pharmaceutical/food companies dealing with proprietary 

and level of nutrition products were questioned as to the extent 

nutrition care specifically provided to centres 

intellectual and physical disability. ( Apendix V ). 

dealing with 

A number of support organisations for persons with intellectual and 

physical disability were also contacted as a further means of 

assessing the level of nutrition care available to this group. 

( Appendix VI and VII ). 

4 
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Rationale for nutrition intervention in the 

intellectually and/or physically disabled. 

Intellectual disability need not in itself pose nutritional problems. 

Many are physically normal and likely to suffer the same ailments as 

able bodied people eg diabetes mellitus or hypertension. However, 

when intellectual disability is coupled with institutional life, 

physical disability, behaviour disturbances, some syndromes or 

certain medication, specific nutrition problems often arise. Studies 

indicate that even when conservative estimates· are made, the 

prevalence of nutritional problems is high ( Bleyler & Lucas, 1987; 

Bandini, 1982; Greecher et al, 1980; Webb, 1980; Palmer & Ekvall, 

1978). The more prevalent nutritional problems include: 

1. Feeding difficulties Reilly & Skuse, 1992; Thommessen et al, 

1991; Jones, 1989; Johnson & Maeda, 1989; Gisel & Patrick, 1988; 

Rempel et al, 1988; Green & McIntosh, 1985 ). This is typically a 

problem in children but if it is uncorrected it can continue into 

adult life. Feeding .difficulties can have consequences for the 

overall parent-child relationship ( Satter, 1986 ) and when serious, 

for the physical growth of the child. In the extreme, some families 

have been found to be spending up to 7 hours per day feeding their 

children (Gisel & Patrick, 1988 ). Broadly speaking, feeding 

difficulties may arise because of 

-neuromuscular dysfunction ( gross and/or oral motor dysfunction ) 

-obstructive lesions/malformations micrognathia, macroglossia 

-psychosocial factors ( autism, food refusals and tantrums ) 

-poor dentition 

A multidisciplinary feeding assessment ( dietitian, speech therapist, 

occupational therapist, physiotherapist, dentist and nurse is 

beneficial for a more complete picture of current intake and feeding 

ability. Intervention usually includes all or any of the following : 

identification of a proper feeding position and need for special 

equipment, dental treatment, oral motor therapy, texture modification 

and dietary manipulation. 

5 
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2. Growth retardation Reilly & Skuse, 1992; Rempel et al, 1988; 

Shapiro et al, 1986; Patrick et al, 1986 ). This may be due to 

-feeding difficulty 

-poor feeding habits 

-anorexia 

-increased nutrient requirements ( eg Athetosis, recurrent 

infections etc. ) 

-physical disability itself, as this can result in decreased 

muscle mass and decreased bone growth. 

Difficulties in carrying out nutritional assessments need to be 

overcome. Alternative measures to length or height may be useful in 

persons who are not ambulatory ( Spender et al, 1989; Belt-Niedbala 

et al, 1986 ). Determination of height age ( age at which a person's 

height crosses the 50th percentile of height for age can more 

objectively help to describe growth ( Dietz & Bandini, 1989 ). When 

available, specialised growth cOrves should be used ( Bandini et al, 

1991; Griffiths & Edwards, 1988; Cronk, 1978 ). 

It is important to differentiate as much as possible between 

nutrition-related causes, psychosocial factors, and the consequence 

of central nervous and other dysfunctions as this will help determine 

the most appropriate form and level of dietary treatment ( Stallings 

et aI, 1993; Shapiro et al, 1986). 

3. Texture modification ( Croft, 1992; Griggs et aI, 1989 ). This may 

be required because of poor oral motor funtion, poor dentition, 

obstruction or aspiration ( Griggs et aI, 1989; Patrick et aI, 1986). 

The most common texture m'odif ications required are mincing, 

liquidising and thickenin~ of fluids. 

4. Adequate dietary intake. Nutritional supplements or enteral 

feeding naso-:-gastric or gastrostomy surgical or percutaneous 

endoscopic gastrostomy may be required. ( Mc Grath et al, 1992; 

Sanders et al, 1990; Rempel et al, 1988; Patrick et al, 1986; Shapiro 

et al, 1986 ). Appropriate choice of supplementary nutrition products 

( sip feeds ) and regular monitoring of their use should be routine. 

Identification of those requiring enteral support and its 

commencement at the appropriate stage of treatment is important. 

c. 
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5. Obesity ( Mita et al, 1993; American Dietetic Association, 1989; 

Bleyer et al, 1987; Wodarski, 1985; American Dietetic Association, 

1981 ). This is a widespread problem and the following factors all 

increase the risk 

-the use of sweets/chocolate as a reward or reinforcement 

-poor feeding practises eg over reliance on cooked meals, excess 

fried and fatty foods, no access to low calorie alternatives, 

sugar being added to drinks as routine 

-inadequate excercise, immobility, hypotonia, gross motor 

limitations 

-short stature 

-obesity related syndromes ( eg, Praeder-Willi, Lawrence-Moon

Biedel, Carpenter ). 

The consequences of excess weight gain are numerous. Apnea, 

hypertension, diabetes mellitus and hyperlipidemia are all more 

common in the overweight. As additional weight is gained, braces and 

wheelchairs need to be modified more frequently, resulting in greater 

cost. Obese individuals with limited mobility are at greater risk of 

developing pressure sores, are less able to perform independent 

transfers or propel themselves by wheelchair, and require greater 

effort from caregivers Bleyer & Lucas, 1987 ). Obesity in the 

intellectually disabled should be seen as an additional disability 

that interferes with the quality of life. A multidisciplinary 

treatment approach including behaviour management, diet and increased 

excercise is recommended. 

6. Constipation ( American Dietetic Association, 1989; Bleyer et al, 

1987; Wodarski, 1985; American Dietetic Association, 1981 ). The 

disability. itself, inadequate fibre intake, inadequate fluid intake, 

decreased mobility and certain medications may all contribute to this 

problem. 

7. Obsessive eating and pica ( ingestion of non-food items) 

( Wodarski et al, 1988; Danford, 1982 ). 

8. Diarrhoea. This in turn may lead to avoidance of problem foods 

which can result in an unbalanced diet. 

7 
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9. Gastro-oesophageal reflux, rumination and vomiting. A Nissens 

fundoplication is often performed to correct gastro-oesophageal 

reflux ( Griggs et al, 1989; Stringel et al, 1989; Vane et al, 1985). 

Rumination is a self-stimulatory behaviour which may result in 

oesophagitis, aspiration, dehydration and malnutrition ( Rast, 1985). 

Intervention usually combines nutritional, behavioural and if 

extreme, surgical treatment. 

10. Dental caries Wodarski, 1990 ). This can be a problem, 

particularly if there is poor oral hygiene and excessive frequency of 

consumption of sweet foods. 

11. Drug-nutrient interactions ( Dietz & Bandini, 1989; Greecher et 

al, 1980 ). They frequently require long-term drug therapy that can 

interfere with nutrient metabolism. Common side effects include 

folate deficiency, altered bone metabolism, anorexia, weight loss, 

altered taste acuity, anaemia, drowsiness, constipation, weight gain, 

hypertension etc ( Hahn & Arioli, i984; Levitsky, 1984). Notably the 

anticonvulsants, stimulants, aspirin, antidepressants, and monoamine 

oxidase inhibitors. 

12. Inborn errors of metabolism Francis, 1987 ). The inherited 

metabolic disorders reduce the activity of a specific enzyme or co

factor. In many disorders, for eg phenylketonuria and maple-syrup 

urine disease, disabilities can be prevented or reduced significantly 

with early dietary treatment. The goal of nutrition intervention is 

to maintain biochemical equilibrium for the specific pathway and to 

provide adequate nutrients for normal growth and development. 

13. Specific conditions requiring dietary intervention eg diabetes 

mellitus, coeliac disease etc. 

14. Caregiver-related problems ( American Dietet'ic Association, 1989; 

Bleyer et al, 1987; wodarski, 1985; Hollins, 1985; American Dietetic 

Association, 1981 ); These include difficulty in understanding and 

implementing diet instructions, inappropriate feeding practises, 

nutrition misinformatic;m, lack of knowledge regarding proper food 
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selection and preparation and difficulty in setting limits around 

food and feeding. 

Q 
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Assessment of nutrition care as currently delivered to 

persons with intellectual and/or physical disabilities. 

Results of questionnaires addressed to dietetic staff. 

The dietitian, whether working in a residential or day care centre, 

tends to be involved in the treatment of those with high moderate to 

profound disabilities, as opposed to those with mild disabilities. 

The majority of cllents treated by the dietitian, suffer from 

cerebral palsy, intellectual disability of unknown aetiology, Down's 

syndrome, spina bifida and muscular dystrophy. This reflects both the 

high incidence of the condition and the prevalence of nutritional 

problems in these disabilities. To a lesser extent, dietitians are 

also involved in the treatment of older patients with inborn errors 

of metabolism, those with diabetes mellitus, coeliac disease and 

those with various syndromes eg Praeder-Willi etc. 

The concensus is that virtually all intellectually disabled persons 

require initial and periodic nutritional assessment. Those judged to 

be at risk .then require specific dietary counselling with 

reassessment and evaluation. 

The main nutrition problems encountered by dietitians are 

Feeding difficulties - texture modification, increasing calorie and 

nutrient density. 

Underweight - nutritional supplements, gastrostomy feeding. 

Obesity - reducing diet in conjunction with excercise and behaviour 

modification. 

Constipation - increasing fluid and dietary fibre intakes. 

The reasons given for providing a somewhat infrequent service ( less 

than two sessions per week ) were : 

- poor awareness of the dietitian's expertise, 

- the low priority of nutritional status, and 

- the lack of adequate finance. 
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All centres providing a nutrition service reported an increased 

awareness, with a concomitant improvement in the priority given to 

nutritional status on implementation of the service. In each centre 

the consequence was an even greater demand; often with the result 

that the initial level of service had to be increased. 

Problems in the standard of treatment were reported to arise more 

frequently if the dietitian was providing a service of less than two 

sessions per week. In particular, they expressed difficulties in 

ensuring that the intervention was sat{sfactory, in terms of 

intensity and follow-up. 

The general perception by dietitians is that the standard of 

nutrition care is less than that which ,is accepted in general 

medicine. 

It was felt that a regular, frequent nutrition service, was 

undoubtedly of benefit to the patients' health outcome. With a less 

frequent service, benefit to the patients' health outcome was more 

limited. Reasons for this included : Excess workload, inadequate team 

support, poor follow-up, delay in identification and treatment, and 

no emphasis on prevention. 

It was concluded that the most effective means by which standards of 

n'utrition care could be made available to be endorsed by the medical 

community, was by establishing the presence of the dietitian. The 

dietitian could then increase the awareness of nutrition by liaising 

with other staff and provide more formal methods of education about 

her role and the importance of adequate nutrition. 

An overwhelming need for education of patients and carers was voiced. 

In general, the awareness of this need was assessed as variable. It 

was judged that most would, however, be very amenable and open to the 

idea of education. 

Con~ern was expressed at not being able to provide an adequate focus 

on prevention of nutrition problems. This would appear to be as a 
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result of the fact that treatment~f nutriton problems is given more 

of a priority because the demand for intervention is more immediate. 

It was emphasised that the improved health and cost-effectiveness of 

a prevention-orientated nutrition service, would be as important to 

establish as a treatment-orientated service, ie that both short and 

long-term benefits of nutrition intervention would need to be 

assessed. 

Recommendations for a greater emphasis on education and prevention 

and an increased availibilty of suitable education material were 

proposed by the dietitians providing a service in excess of "two 

sessions per week. For those providing less than this, their 

recommendations were firstly, to increase the level of service so 

that they could more effectively deal with those individuals 

requiring treatment and secondly, to provide more education of 

patients and carers. 

The patients seen by paediatric dietitians are very similar to those 

seen by dietitians· working specifically with the disabled, in terms 

of severity and type of handicap. The main nutrition problems are 

also the same obesity, constipation, feeding difficulties and 

underweight. 

The statistics from the paediatric hospitals show that between 15-19% 

of in-patient referrals to the dietitian in 1993 were for those with 

intellectual and/or physical disabilities. Paediatric dietitians are 

therefore, considerably involved in the treatment of disabled 

children, both in terms of numbers and time spent on each referral. 

The assessment by paediatric dietitians was that not all patients 

requiring treatment are identified. Generally those at higher risk 

are more likely to be referred to the dietitian, however this depends 

on 

-the perception of the problem as a nutrition concern eg recurrent 

aspiration pneumonia would not always be referred to the 

dietitian whereas diabetes would, 
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-the priority given to the nutritional status eg assumption that 

underweight is "normal" in cerebral palsy. 

Additionally, patients are not always treated promptly eg reluctance 

to commence feeding by gastrostomy. Also, the standard of follow-up 

care is not always satisfactory because of practical problems eg 

transport difficulties, time constraints etc associated with frequent 

visits to the paediatric hospital 

The paediatric dietitians reported a variable health outcome which 

was to a large extent dependent on the type of nutritional problem. 

For example, poor success was frequently seen with chronic obesity in 

Down's syndrome whereas good success was reported in underweight 

cerebral palsy fed via gastrostomy. Poorer outcomes in terms of 

benefit were attributed to 

-delayed identification and/or implementation of appropriate 

treatment 

-little or no emphasis on ~revention 

-inadequate follow-up. 

The recommendations by paediatric dietitians were for more dietitians 

to service the centres for the intellectually and physically disabled 

on a regular and frequent basis. Their conclusions were that a 

service providing education, and where necessary, individual dietetic 

advice, wQuld facilitate the process of follow-up, help to reduce the 

number of referrals eg those due to simple problems such as 
=::=;:::; 

dehydration, constipation, as well as help to improve patient health 

outcome in the longterm. 

Results of questionnaires addressed to medical directors/nursing 

staff . 

The range of care facilities were examined - residential, community, 

daycare, day workshop etc. However, greater emphasis was placed on 

assessing the level of nutrition care available in residential 

facilities. 

A higher number of those 

intellectual disability, the 

with moderate, 

elderly and/or 

severe and 

those with 

profound 

behaviour 
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problems are catered for in the residential centres. While those with 

milder disabilities are more likely to be cared for in the community 

or at home. 

The most common nutritional problems encountered are obesity, 

constipation, feeding difficulties 

aspiration) and .underweight gastrostomy 

texture modification, 

feeding, nutritional 

supplements ). 

Other problems listed in descending order of frequency : 

Inborn errors of metabolism, Diabetes mellitus, Coeliac disease, 

diarrhoea, Praeder-Willi syndrome, pica, obsessive 

dehydration, poor dentition, drug-nutrient interactions, 

~esophageal reflux and rumination. 

eating, 

gastro-

Requests for obsolete therapeutic regimens such as gastric diets were 

not uncommon. 

The diet was always prescribed by the doctor and then either the 

nursing and/or catering staff would devise the diet. Any additional 

dietary advice was usually provided by the nursing and/or other care 

staff. This dietary advice was usually of a very general nature. 

Subjective assessment ( by the staff ) of the standard of nutrition 

care in terms of identification varied from poor to good. Several 

centres pointed out the difficulty in diagnosing underweight in a 

growth retarded individual. 

There was considerable agreement in assessing the treatment as 

regards content of nutritional information. The content was seen to 

be very general in nature, with poor attention to specifics or to the 

individual and little knowledge of practical suggestions for the 

implementation of this advice. In some instances, the content of the 

dietary advice was subsequently recognised to have been inaccurate. 

Several centres expressed their concern for the nutritional status 

and the greater frequency of nutrition problems in the elderly; an 

age-group increasing in size. 

The adequacy of follow-up procedures were largely felt to be 

inadequate. Weights were monitored regularly but patients were often 
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left on diets indefinitely with no-reassessment or evaluation of the 

nutrition intervention plan. 

In general, the staff were not confident about the level of their 

nutrition knowledge. Half, however felt that they had enough common 

sense to be able to deal, at least in some respect, with the kinds of 

nutrition problems they were presented with. Half felt that common 

sense was not enough to deal with these problems adequately. 

In terms of positive health outcome, the different centres reported a 

varying level of success with problems of constipation, underweight 

feeding difficulties, and virtually no success with obesity. 

Particular hindrances to benefit were access to money and food for 

patients on reducing diets and failure of parents to implement 

nutrition intervention at home. 

The awareness of nutrition problems among staff, especially 

paediatric staff, was high. This was attributed both to the changing 

priority of nutrition in general and the high incidence of nutrition 

problems in the disabled population, especially children. 

Families were percieved ( by staff ) to be less aware but generally 

open and eager -tp receiving dietary advice. As a result of patients 

presenting with multiple disabilities, families are often 

overburdened to such an extent that nutrition is not made a priority. 

In addition, families may be more susceptible to nutrition 

misinformation and be more likely to allow or encourage poor eating 

habits to develop. Such families were therefore, seen to be in 

particular need of dietary advice. 

The reasons given for not providing a nutrition service were : 

-lack of priority of nutritional status in the disability, 

-lack of awareness as to what constitutes a nutrition problem ie 

the perception that things are being managed adequately and that 

common sense suffices, 

-poor perception of what a dietitian actually does, and 

-lack of finanical resources. 

15 
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Although, the priority given to nutritional status and th~ perception 

of nutritional problems and how they were handled varied between the 

different centres, there was however, a consistency in the demand and 

recommendations for a dietetic service. 

The centres providing residential care as part of their facility were 

anxious to have a dietitian on a regular, sessional basis to provide 

specific dietary advice to individuals, as well as education for all 

staff. One residential centre did not have any recommendations to 

make; they felt their nutrition service was adequate. 

The centres providing day care as the main part of their facility 

were looking for the same kind of service, but with the added focus 

of nutriton education for families caring for those with 

disabilities. One centre, dealing mainly with day care and workshop 

suggested the need for an evaluation of the nutritional adequacy of 

meals and provision of suitable advice. 

All the centres, with the exception of one, felt that establishing a 

nutrition service was a priority, albeit somewhat down the list, but 

nonetheless one from which they could hope to reap large benefits. 

Results of questionnaires addressed to catering staff. 

An assessment of the menu cycles indicated that a wide variety of 

food was available to the patients, although this in itself does not 

automatically ensure that each patient would choose appropriately. 

The catering officers were generally aware of healthy eating 

guidelines. However, the practise of implementing these guidelines 

varied quite considerably. 

For those centres not having any access to a dietitian, it was 

usually up to the catering officer to devise the special diets, in 

terms of amounts and what was to be allowed/not allowed. 

A limited number of diets were catered for - low calorie, diabetic, 

coeliac diets and texture modification. Generally, these special 

, t=.. 
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diets were plated with the normal diets at ward level by the nursing 

staff. 

With the exception of one centre, none had ever had any assessment of 

the nutritional adequacy of the meals provided. Virtually none of the 

catering staff had ever had any form of nutrition education. 

An important point to highlight is the very fact of having to 

interview staff from a number of disciplines indicates the need for 

education of a wide variety of staff, as well as underlines the 

importance of a multi or inter-disciplinary approach to nutrition 

intervention. 

Information from pharmaceutical/food companies. 

Several of the pharmaceutical/food companies in Ireland employ 

dietitians as sales representatives. These companies were contacted 

to try and determine the level of nutrition input that they provide 

to this population group. It would appear that in the absence of many 

dietitians working with disabled persons, coupled with the fact that 

there are no community dietitians in the EHB area, the sales 

representatives, from the largest companies are frequently asked to 

give information. The requests for information pertain, not only to 

their specific products, but also more general nutrition information 

relating to disability and even specific advice for individual 

patients. 

Information from support organisations. 

Generally, the support organisations could provide patients and 

carers with very little information relating to. diet, even when 

nutrition problems were frequent and/or when diet formed a 

significant part of their treatment. The extent of available 

information ranged from a small nutrition section in leaflets ( not 

always written by a dietitian to the very rare talk given by a 

nutritionist or dietitian. All the groups contacted reported problems 

in relation to diet, several recommended those with the disease to 

obtain a referral from their general practitioner to see a dietitian. 
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The role of 

intellectually 
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the dietitian in 

and/or physically 

the care 

disabled 

of 
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The expertise of a dietitian is not always recognised by the members 

of health and social service personnel working in the field of 

intellectual and/or physical disability. This is in part the fault of 

the dietitian. In order to make a major impact in this field, 

dietitians need to first acknowledge their own role and then ensure 

that their specialised knowledge is disseminated more widely. 

The British Dietetic Association-Mental Health Group reports a total 

of 62 dietitians working specifically in the area of intellectual 

disability, and a further 25 working in the combined area of 

intellectual disability and mental illness these figures include 

both part and full time employees for 1993 ). Obviously, these 

figures represent only a proportion of the total number of dietitians 

working in this field. It is however, encouraging to see the level of 

progress in nutrition care that has been made in the last twenty 

years in the UK. 

Nutrition Education 

Traditionally, the intellectually disabled were cared for in 

residential institutions. However, the recent trend shows a growth in 

the number of people now living in the community either in supported 

accomodation or with families. ( Cumella et al, 1992.; Needs and 

Abilities Report, 1990 ). This presents a major challenge to the 

dietitian and indeed all those involved in primary care services. 

1. Parents of persons with disabilities. 

More parents are choosing to care for their disabled child at home. 

Consequently, the problems regarding nutrition and diet have to be 

dealt with more and more by the parents themselves. In view of their 

lack of training, they should have access to expert advice. This 

could take the form of nutrition leaflets, special group feeding 

clinics or specific individual dietetic counselling. 
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2. House-parents. 

With the change in emphasis from large institutional residences to 

more community .based facilities, the role of the carer has changed 

also. The role of house-parent places a greater level of 

responsibility on the staff because of their greater isolation. The 

house-parent now has to assume the role of cook and dietitian, often 

with out any focused training and is forced to rely on "common 

sense". 

3. Disabled persons. 

Many patients who are only mildly intellectually disabled ( 9,443 ) 

may benefit from a nutrition education program designed specially to 

educate them regarding healthy and appropriate food choices when 

shopping, preparing and cboking foods. Nutrition education obviously 

has to be very tailored to the specific handicap and communication 

difficulties can be overcome using adapted materials eg videos, 

special pictor ial cookbooks, heal thy eat ing teaching packs, cookery 

demonstrations etc. 

4. Nursing staff. 

The syllabus for nurses training in this area includes a nutrition 

module An Bord Altranas, 1993 ). It would be important for 

dietitians to be involved in determining the nutrition component of 

this syllabus, as well as being available to give lectures and 

provide others with relevant and up-to-date nutrition information. 

5. In-service training. 

This is an area that certainly needs to be established on a more 

r·egular basis. Information relating to diet and nutrition could be 

included in workshops and informal discussion groups during seminars 

and study days. The training shoul'd be aimed at doctors, nurses, 

para-medics, and very importantly non-professional carers who may be 

extensively involved in feeding. The teachers in day care facilities 

and special schools also need to receive nutrition education as they 

will have a large part to play in determining the food choices and 

habits of the disabled child. 

, a 
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A greater emphasis on nutrition education with the possible 

prevention of common nutrition problems would not only have a large 

impact on the overall health status of the individual J it might also 

serve to decrease the numbers presenting for dietary advice at the 

more advanced stages which tend to be less amenable to treatment and 

successful outcome Mita et al, 1993; Sanders et al, 1990; Rempel et 

al, 1988 ). 

Food service 

The quality and ade.quacy of the food provided in residential and day 

care facilities needs to be assessed and practical ways to improve it 

may need to be suggested and discussed with the catering staff. Menus 

often have to be tailored to suit the clients eg child-friendly 

school menus etc. 

Individual dietetic counselling 

A clinical nutrition service needs to 

-develop screening protocols and referral criteria 

-conduct nutritional assessment ( overcome difficulties in 

measuring and select appropriate growth standards ) 

( Dietz & Bandini, 1989 ). 

-design and implement a treatment plan appropriate for the 

individual 

-provide routine reassessment and evaluation of the treatment 

plan. 

In addition to individual dietetic counselling regarding specific 

nutritional problems in the various centres, there have been 

suggestions that home visits, in specific situations, would be of 

great benefit. 

Research 

The point at which nutrition intervention provided by a dietitian is 

necessary, could be more easily determined if standards of nutrition 

care specific to those with disabilities were made available and 

endorsed by the medical community. Such protocols would clarify what 
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should be provided within the professional scope of dietitians as 

opposed to other care providers. The assumption often made is that 

doctors and nurses have the necessary skills and information to 

provide this service; this assumption needs to be questioned. 

There is a need to develop dietary reference standards for this 

population. In particular, metabolic balance studies, measuring 

energy expenditure, would be helpful in determining energy 

requirements ( Krick et al, 1992 ). There is also a need to develop 

anthropometric standards for specific types of handicap Dietz & 

Bandini, 1989 ). Both of these developments would facilitate the 

assessment of nutritional status of persons with disabilities and 

determine the adequacy of their dietary intake more easily and 

accurately. 

A review of the literature reveals the comparative wealth of 

information on nutrition problems in this population group, while at 

the same time highlights the paucity of published studies assessing 

benefit, both in terms of positive patient health outcome and 

particularly, cost-effectiveness. Research urgently needs to address 

this whole area of benefit Splett, 1991 ). Prospective trials 

comparing different types of nutrition intervention programmes 

assuming good study design in terms o·f control groups, adequate 

sample sizes and assessment of benefit in both the short and long

term would provide valuable information which would help channel 

limited resources. 
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Summary 

Ideally, the provision of nutrition services should include clinical 

nutrition screening, assessment, intervention/treatment, 

monitoring, and evaluation of the care plan ), foodservice 

assessment of nutritional adequacy of menus ), education from 

sensory food experiences to more formal curriculum ) and research 

( prevention and treatment ). 

Compared to the cost of highly sophisticated diagnostic and treatment 

technologies, the cost of providing nutrition intervention is small 

and may well prove to be of real benefit. 

The benefits of nutrition programmes include 

(a) prevention of retardation or further disability by dietary 

treatment, eg phenylketonuria and other metabolic disorders 

Francis, 1987 and possibly neural tube defects MRC Vitamin 

Study Research Group, 1991; smithells et al 1981 ), 

(b) improved health, resulting in fewer illnesses, hence decreasing 

the need for costly medical services reduction in medication eg 

laxatives, decreased rate of complications eg aspiration, less 

frequent and shorter duration of stay in hospital (Sanders et al, 

1990; Stringel et al, 1989; Shapiro, 1986; Patrick et al, 1986; 

Wodarski, 1985 ), 

(c) adequate nourishment so that the individual can perform to 

optimal capacity, 

(d) less stress on staff and/or families trying to treat nutritional 

problems while lacking expert nutrition advice Shapiro, 1986 ), and 

('e) education of individuals and care givers to prevent nutrition

related problems and complications. 
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Recommendations 

To meet the needs of persons wi~h disabilities adequately, the Irish 

Nutrition and Dietetic Institute recommend the following specific 

measures 

* Involve 

state and 

a dietitian 

local level 

with experience 

of developing 

in this field, 

policy. The need 

both at the 

for ·policy 

statements covering educational, vocational and health services, and 

the importance of ensuring their implementation in - practice is 

urgent. 

* Support part.icipation of dietitians providin~ a clinical nutrition 

service to the disabled population throughout their life cycle in 

residential, community and day care facilities vocational and 

educational ). Provision of this service should be on a regular and 

frequent basis; the number of sessions per week being determined by 

the size of the centre. 

* Encourage a climate of prevention of nutrition-related probl.ems for 

individuals with disabilities by creating a community dietetic post 

to cover the EHB area. 

* Provide the opportunity ·for increasing th~ level of nutrition 

knowledge among all health care providers by the 

-provision of nutrition information eg leaflets, 

teaching packs etc., 

-compilation of a register of dietitians available to provide 

nutrition education specific to intellectual disability, 

-organisation of training courses for dietitians 

working in the area. 
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* Conduct research that will 

-develop validated standards of nutrition care, dietary reference 

values and anthropometric standards specific to this population 

-assess the short and long-term benefits and cost-effectiveness of 

nutrition intervention. 

This work could be carried out either as an under-graduate or post

graduate nutrition research thesis. Funding for such research would 

need to be accessed. 
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Appendix __ 1. 

Questionnaire 

Staff. 

to Medical Directors / Senior Nursing 

1. Information as to the type (s) of care provided - residential, 

community, daycare etc. 

2. statistics regarding the number, age, type and severity of 

handicap. 

3. Estimate the percentage of residents generally requiring some form 

of nutrition intervention. 

Is there more of any particular type of handicap ? Does this reflect 

the incidence and/or the prevalence of nutrition problems in. this 

condition ? 

4. Types of nutrition problems encountered? 

(i) Feeding difficulties. 

Method of feeding oral, enteral. Need for special equipment. 

Assisted or independent feeder. Texture modification. Age at 

introduction of solids. Problem with gagging or aspiration. Use of 

nutritional supplements energy, protein, vitamin or mineral. 

Appetite. Regularity of meals. Snacks. Fluid intake. Time spent 

eating/feeding. Use of food as a reinforcer/pacifier/punishment. Food 

aversions. Food tantrums. Food allergies. Acceptance of family's food 

habits . Dentition. Obstructive lesion or malformation. Gross motor 

dysfunction ( head, arm, trunk control ). Oral motor dysfunction 

~ sucking, swallowing, chewing ). 

(ii) Underweight. 

Method of feeding - oral, enteral. Use of nutritional supplements and 

high calorie foods to increase energy and nutrient density. Increased 

calorie_requirement? Monitoring of weight. 
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(iii) Overweight. 

General weight reducing advice or calorie controlled diet. Use of low 

calorie foods. Monitoring of weight. Exercise. Behaviour 

modification. 

(iv) Pica. 

(v) Obsessive eating. 

(vi) Constipation. 

Dietary fibre intake including bran. Fluid intake. Use of laxatives, 

enemas, suppositries. 

(vii) Diarrhoea. 

Avoidance of any particular foods. 

(viii) Inborn error of metabolism. 

(ix) Drug - nutrient interactions. 

Anticonvulsants, stimulants, depressants. 

(x) Gastro-oesophageal reflux, rumination and vomiting. 

(xi) Dental caries. 

(xii) Specific conditions eg Diabetes. mellitus, Coeliac disease etc. 

(xiii) Care-giver related problems. 

Training re appropriate feeding practises. Nutrition education re 

proper food selection, preparation and modification. 

5. Who provides the nutrition service ? Who is supposed to provide 

it? 

6. What is the current standard of this service ? 

-How quickly are patients requiring treatment identified ? 

-Are all patients who require treatment identified ? 

-How soon is treatment initiated ? Is there a waiting list ? 
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-Is the content of nutritional advice accurate and adequate ? 

-What are the procedures for follow-up ? 

7. How does this compare with accepted standards of nutrition care in 

general medicine ? 

8. Is this standard of nutrition care satisfactory? 

-Are those who are giving the nutrition advice confident re 

their nutrition knowledge ? 

-What is the health outcome for the patient ? If it is not 

positive, why is it not ? 

9. How could standards of nutrition care specific to intellectual and 

physical disabilities be made available and endorsed by the medical 

community ? 

10. Is there any access to a nutrition service provided by a 

dietitian ? If yes, on what basis ? 

11. Estimate the demand for such a nutrition service re awareness and 

openness 

-by the professional and non-professional carers 

-by the patients' themselves and their families. 

12. The reasons for/for not providing a nutrition service? 

13. What sort of service, if any, would you see a need for? 

14. Would you consider ,the money required to provide a nutrition 

service a legitimate way in which to spend limited resources ? 



I 
I 
I 
I 
I 

II 
I 
I 
I 
I 
I 
I 
I 
I 
I 
I 
I 
I 
I 
I 
I 

Appendix II. 

Questionnaire to Catering Officers. 

1. Number catering for? 

2. Type of catering system? 

3. Assessment of diet re variety 

-4 food groups and variety within each food group 

-menu cycle 

-menu fatigue. 

4. Awareness of 

-general healthy eating guidelines 

-dietary reference values/recommended dietary allowance 

-4 food groups/food pyramid. 

5. Practical steps towards the implementation of general healthy 

eating guidelines 

-length of time keep food warm ? Amount of reheating of food ? 

-use of fresh, frozen, dried, processed, or tinned food 

-cooked breakfast and/or tea ? Number of courses for main meal ? 

-methods of cooking 

-amount and type of fat used - spreads, cooking oils, sauces, 

dairy products, meat/poultry/fish 

-fibre - breakfast cereals, flour, bread, pasta/rice,fruit 

vegetables 

-sugar and salt. 

6. Portion control. 

7. Special diets 

-Who requisitions the special diets ? 

-Who devises the special diets in terms of amounts and what 

is/is not allowed? 

-What special diets do you cater for ? 

-Do you have a diet cook ? 

-Are the special diets plated at kitchen or ward level ? 
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-Are any nutritional supplements used in preparing the special 

diets ? 

8. Have you ever had an assessment of the nutritional adequacy of the 

meals provided ? 

9. Have" any of the staff ever had any kind of nutrition education? 
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Appendix III. 

Questionnaire to Dietitians. 

L Information as to the type (s) of care provided 

community, daycare etc. 

residential, 

2. Statistics regarding the number, age, type and severity of 

handicap. 

3. Estimate the percentage of residents generally requiring some form 

of nutrition intervention. 

Is there more of a particular type of handicap ? Does this reflect 

the incidence and/or the prevalence of nutrition problems in this 

condition ? 

4. Types of nutrition problems encountered? 

5. Who provides the nutrition service ? Who is supposed to provide 

it? 

6. What service do you provide? If only part-time or sessional, why? 

7. Assess the demand for a nutrition ~ervice re awareness and 

openness 

-by professional and non-professional carers 

-by the patients' themselves and their families. 

Has this demand changed with time ? 

8. What is the current standard of this service ? 

-How quickly are patients requiring treatment identified ? 

-Are all patients who require treatment identified? 

-How soon is treatment initiated ? Is there a waiting list ? 

-What are the procedures for follow-up ? 

9. How does this compare with accepted standards of nutrition care in 

general medic~ne ? 
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10. Is this standard of nutrition care satisfactory? 

What is the health outcome for the patient in terms of disease

specific or general health indicators ? If ~t is not positive, why is 

it not ? 

11. How could standards of nutrition care specific to intellectual 

and physical disabilities be made available and endorsed by the 

medical community ? 

12. Is there a need for educating patients and/or carers? Are they 

aware of this need ? Are they open to it ? 

13. Does the service you provide have any focus on prevention of 

nutrition problems ? 

14. Would it be possible to demonstrate the cost effectiveness of 

your nutrition service ? 

15. What sort of service would you recommend for 

-your work place 

-other centres for the intellectually and physically disabled. 
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Appendix IV. 

Questionnaire to Paediatric Dietitians. 

1. Number, age, type and severity of handicap referred for nutrition 

intervention. 

Is there more of a particular type of handicap ? Does this reflect 

the incidence and/or the prevalence of nutrition problems in this 

condition ? 

2. Types of nutrition problems encountered? 

3. What is the current standard of the nutrition service? 

-How quickly are patients requiring treatment identified? 

-Are all patients who require treatment identified? 

~How soon is treatment initiated ? Is there a waiting list ? 

-What are the procedures for follow-up ? 

4. Is this standard of nutrition care satisfactory? 

What is the health 'outcome for the patient in terms of disease

specific or general health indicators ? If it is not positive, why is 

it not ? 

5. How could standards of nutrition care specific to intellectual and 

physical disabilities be made available and endorsed by the medical 

community ? 

"6." What sort of nutrition service would you recommend for the 

intellectually and/or physically disabled person in 

-your work place 

-ot"her centres. 

7. Would a greater focus on education and prevention in the 

intellectually and/or physically disabled centres help to improve 

patient health outcome and reduce the number of referrals ? 
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Appendix V. 

Abbott. 

Clinitec .. 

Cow and Gate 

Fresenius. 

Merck. 

Nutritia ). 

Scientific Hospital Supplies. 

Appendix VI. 

Cerebral Palsy Ireland 

Disability Federation of Ireland 

Down's Syndrome Association of Ireland 

Health Promotion Unit, Department of Health 

Huntington's Disease Association of Ireland 

Irish Association for Spina Bifida and Hydrocephalus 

Muscular Dystrophy Ireland 

National A~sociation for the Mentally Handicapped of ' Ireland 

National Rehabilitation Board 

Services for ~hf~ically and Mentally Handicapped, Department of 

Health. 
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Appendix VII. 

Questionnaire to Suport Groups. 

1. Incidence and prevalence of the condition in Ireland? 

2. Information about the disease and its treatment? 

3. Are there any nutrition problems? 

4. How are these nutrition problems dealt "with ? 

5. priority of nutritional status of person with this disability. 

6. What nutrition service is available and who provides it ? 

-no-one 

-other members of the support group 

-medical staff at a hospital or centre 

-dietitian - individual advice 

- group advice eg lectures, leaflets etc. 


