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Hospital to Home Paediatric Enteral nutrition - Parents Need Support

Abstract:

C Shortall, M Aherne, S Boland, R Sheane, F Ward, O Hensey
The Childrenâ��s University Hospital, Temple St, Dublin 1

Abstract

This study assessed the provision of education and support to parents of children on home enteral nutrition (HEN),
current dietetic support available and perceived challenges facing parents and carers. From the 39 responses (13%), 29
(83%,n=35) parents suggested services for HEN need improvement. 29 (74%, n=39) parents wanted more structured follow
up and 22 (56%) would like one person to co-ordinate HEN, education and discharge.7 parents (18%) reported a need for
further education of health care professionals (HCP). Hospital dietitians were the most common HCPs reported to
provide support to patients following discharge. Specialist paediatric HEN dietetic services working in a dedicated
HEN team, who would provide accurate training and education and liaise with both parents and community care services
post discharge should be in place. This would facilitate transfer to community care, reduce hospital re-admissions,
outpatient department attendances and costs.

Introduction

Prevalence of HEN is increasing as greater efforts are made to prevent the adverse nutritional consequences of chronic
disease

1
. 288 children were discharged on home enteral nutrition (HEN) from Childrenâ��s University Hospital (CUH)

Temple St, Dublin from January 2005 â�� 2010
2
. While HEN provides cost savings for hospitals, it places greater demands

on carers in the community, particularly family members
3
. It is recommended that children receiving HEN obtain regular

review by a multidisciplinary team
4
. Previous research in this area has focused on clinical issues, health outcomes,

risk and complication management of long term HEN
5
. Little literature is available on the perceptions of parents and

carers of children on HEN. Challenges reported include psychosocial issues, stress and quality of life (QOL) levels
and carerâ��s opinion of support and education provided

6-9
. Irish research on adult HEN reported a need for more

support and improved co-ordination between hospital and community services to monitor patientsâ�� nutritional
status

10,11
. With this in mind it has become increasingly important to understand the perceptions of those directly

involved in the provision of care for children receiving HEN
12
. This study aims to assess the provision of education

and multidisciplinary support to parents of children on HEN, the dietetic support provided and to understand the
challenges facing parents and carers, highlighting improvements that may be required.

Methods

A mixed method cross-sectional study design was used. A questionnaire was developed using available literature and
input from clinical dietitians. Data were collected by one researcher (MA).301 parents (or persons with parental
responsibility) of patients who had long term enteral tubes (LTET) (i.e. gastrostomy/ jejunostomy/ transgastric
jejunostomy/ percutaneous endoscopic gastrostomy with jejunal extension) placed during the time period 1/1/2008 to
30/06/2013 were identified as eligible to participate in the study. Parents were sent the questionnaire and invited to
contact the research dietitian if willing to take part in an interview based on the same questionnaire. Verbal consent
was obtained. Interviews were completed over telephone or face-to-face during a routine visit to the hospital. Sixteen
participants returned written questionnaires and were not interviewed as they did not consent to it and/or due to time
restraints. Interviews were recorded, transcribed verbatim and analysed (including written questionnaires) using
thematic analysis aided by NVivo 10 Data analysis software

13
. Quantitative data was described using Microsoft Excel

2010. Themes were reviewed by all researchers involved in the project to ensure agreement. The Scientific Committee of
the Childrenâ��s University Hospital, Temple Street granted ethical approval for the study.

Results

39 of 301 (13%) responses were analysed; 16 written questionnaires and 23 interviews based on the same questionnaire.
HEN patients had a range of medical conditions including neurological conditions (12), Renal disease (6), Cystic
Fibrosis (5), metabolic conditions (4) and other diagnoses (12). All parents reported that LTET feeding did or is
benefitting their child. 23% of parents reported that it is not without extra work or difficulties but benefits to
child and family outweigh these problems. 80% of parents would tell other parents how beneficial a LTET has been for
their child. 20% would advise other parents to make an â��informed decisionâ��, â��be very sure itâ��s what you
wantâ��,â�� be clear on whatâ��s involvedâ�� and â��know how long itâ��s forâ��, and â��consider exit planâ��. 83% of
parents suggested services for HEN need improvement. 15% had no suggestions or were happy with all services provided.
The main themes identified were a need for education for parents and HCPs, structured support and follow up plan and
co-ordination across all health care services.

Education

97% of parents received information at time of LTET placement. 89% felt that all of their questions were answered at
this time. 18% of parents suggested that HCPs in both community and hospitals may benefit from education on stoma care
and types of LTET, particularly in relation to post discharge care. â��I think the hospital kinda presumed that in the
public domain, public health nurses and GP practices all know this information, and they donâ��t. They donâ��t have it
and they donâ��t have experience of itâ��

Follow up services

74% reported a need for more structure and support at different stages of the HEN process. Parents that did not need
more support were under regular review by a specialist hospital dietitian and nurse i.e. Cystic Fibrosis and metabolic
patients. Hospital dietitians and nurses were the most common HCPs reported to provide support to patients in the
community after initial discharge (Table 1). Only 26% of patients have access to a dietitian in a community based
service, 36% of children have no access to a local or regional community based service. 54% of parents requested
support for feeding issues. 85% of parents spoke to a dietitian > 3 times in the year post discharge home. When asked
â��who do you call if you have a problem with your childâ��s enteral feeding?â�� hospital dietitians and hospital
nurses were reported most often (Table 2).

Hospital based dietetic reviews were the most common form of dietetic follow up received (90%). Many parents were
happy to continue with hospital based dietetic review while others would prefer a community based review. 36% of
parents reported difficulty travelling to a hospital appointment. 56% of parents suggested that one person should be
available to provide accurate training and information on organising supplies prior to discharge as well as liaising
with the community team (if appropriate) and parents post discharge. 54% of parents surveyed knew of other parents
with children on HEN. Of parents interviewed by phone (n=22) 82%thought that contact with other parents of children on
HEN would be very beneficial to them. 55% thought that a support or buddy network should be offered or facilitated by
the hospital, stating: â��Sheâ��s been there, done that. She knew what I was going throughâ��

Discussion

This study provides an insight to experiences and opinions of a small group of parents or carers of LTET fed children
in a tertiary paediatric hospital in Dublin. It must be acknowledged that these are retrospective views of those who
chose to respond and should be interpreted accordingly. Difficulty recalling past events may contribute to bias. Non
response is a common problem in wide-scale surveys; techniques to minimise nonresponse were not used as there were a
satisfactory number of responses

14,15
. Bias response may affect results; parents with strong opinions on this subject

may have been more likely to respond
15
. The combination of written questionnaires (16) and more detailed verbal

interviews (23) collected may have also skewed results. As found by Brotherton et al., a high percentage of
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participants reported that LTET feeding did or is benefitting their child, citing a quick improvement in childâ��s
condition, improved QOL for parents and child and reduced feeding related stress since initiation

13
. â��Much easier

than before on both self and sonâ��

Feradaysâ�� report that LTET feeding is perceived as a â��mixed blessingâ�� by some parents was also supported in the
current study as 23% of parents reported that HEN is not without extra work and difficulties but the benefits outweigh
these problems

16
. As found previously, suggestions for improvement in education of parents and HCPs, structured support

and follow up plan in addition to co-ordination across all services were raised by this study group
6-9

. Rollins found a
lack of appropriate information was reported and parents expressed a need for consistent, accurate information
regarding the surgery and aftercare, appearance and location of tube, benefits of tube feeding and the possibility of
continuing oral feeding

17
. It has been suggested that HCPs should discuss the quantity and type of information needed

based on individual parentâ��s needs
12
. Little information was received on daily life caring for children on HEN or the

possible long term outcomes of HEN by parents in the current study. However, 89% of parents felt all their questions
were answered at LTET placement suggesting that while parents are often happy with information received at the time,
when discharged home they have further questions and may benefit from on-going HCP support. The role of families
trained as peer advocates is an untapped resource in HEN, which was also suggested by this group

18
: â��I think that you

can learn an awful lot from speaking to other parents that are going through a similar situationâ��. In a study by
Evans most patients contacted either a community nurse (40%) or dietitian (40%) for assistance with HEN issues

19
. In

this study, 89% of parents received support from the hospital dietitian and 82% from a hospital nurse post discharge.
The DOHC primary care strategy (2001), states that it will enable primary care to lessen the current reliance on
specialist services and the hospital system

20
. Research in CUH, found that of 170 patients discharged on HEN, 78 were

followed up by hospital based dietitians in CUH
2
. Given that just 36% of the children in this study are followed up by

a non-hospital based dietitian, and a high proportion of queries and reviews are dealt with by hospital dietitians it
is clear that the DOHC strategy is not being achieved. While some cases require the input of a highly specialist
dietitian, many others would be better served in the community by a HEN paediatric dietitian.

Scottish guidelines highlight the importance of communication and sharing of information between local and regional
services for children on HEN to ensure best practice is achieved

4
. The DOHC Primary Care strategy states that discharge

planning will be improved, with the development of individual care plans
1
. Nevertheless, more effective co-ordination

across all services and improved communication between HCPs was called for by parents. Public health nurses and GPs
were not always perceived to be up to date with what has happened in the hospital. â��I should be able to go to my GP
and my GP really should know everything thatâ��s going on with x, because records should get transferred from hospital
to GP. My GP doesnâ��t.â�� â��Better structure on the percutaneous endoscopic gastrostomy (PEG) procedure should be in
place. Support structure should be outlined and there should be coordination across all services caring for my child
in Temple Street (CUH).â�� Rice and Normand suggest that healthcare cost saving requires a cross-sectoral approach

21
.

Adult HEN research found that both patients and carers had a wide range of concerns relating to their care in the
community

11,22
. Given that 36% of parents report issues with travelling to hospital appointments and 56% would like one

HCP to liaise with, it is clear that there is a need to develop community based paediatric dietetic services. The DOHC
â��Statement of Strategy 2011-2014â�� (2012) re-iterates the 2001 policy to strengthen primary care services, however
there is little evidence of improved access to primary care dietetic services 13 years later

23
.

In conclusion, HEN via LTET was deemed successful by all parents. However, the current primary care strategy is
failing due to a lack of resources, particularly community dietetic posts. A specialist paediatric dietitian working
in a dedicated HEN team, who would provide accurate training and education and liaise with both parents and community
care services post discharge should be in place to comply with best practice guidelines and current government
policy

4,20,23
. This would support transfer of patients to community care and reduce hospital admissions, outpatient

department attendances and costs.

Correspondence: C Shortall
Children’s University Hospital, Temple St, Dublin 1
Email: shortalc@tcd.ie

Acknowledgements

The Children’s University Hospital Fundraising Department who funded this research, the parents who gave their time to
take part in this research and all colleagues who contributed to the care of this patient group.

References

1. Puntis JWL. Nutritional support at home and in the community. Arch Dis Child. 2001; 84:295-298.

2. Boland, S. Ward, F. Hensey, O. Home enteral feeding review. IrSPEN Scientific Conference (Integrating Nutrition
into Medicine and Healthcare), 2013.

3. Stratton RJ, Green CJ, Elia M. Disease-related malnutrition: an evidence based approach to treatment. UK: CABI
publishing;2003.

4. Caring for children and young people in the community receiving enteral tube feeding. A working report for the
National Health Service Quality Improvement Scotland. 2007 Available at www.nhshealthquality.org accessed 20thMarch
2013

5. Liley A, Manthorpe J. The impact of home enteral tube feeding in everyday life: a qualitative study. Health Soc
Care Community.2003; 11:415-422.

6. Adams R, Gordon C, Spangler A. Maternal stress in caring for children with feeding disabilities: implications for
health care providers. J Am Diet Assoc 1999; 99:962-966.

7. Smith SW, Camfield C, Camfield P. Living with cerebral palsy and tube feeding; a population-based follow-up study.
J Pediatr1999; 135:307-310.

8. Ireton- Jones C, Lang R, Graventstein M, Schimel S. Home Nutrition Support from the patientâ��s perspective: The
Real Story! Nutr Clin Prac 2006; 21:542-543.

9. Lâ��Estrange F. An audit of adult patients on home enteral tube feeding in a region of Northern Ireland. J Hum Nutr
Diet. 1997;10:277â��287.

10. McNamara EP, Flood P, Kennedy NP. Enteral tubefeeding in the community: survey of adult patients discharged from a
Dublin hospital. Clin Nutr. 2000;19:15-22

11. McNamara EP, Flood P, Kennedy NP. Home tubefeeding: an integrated multidisciplinary approach. J Hum Nutr Diet.
2001; 14:13-19.

12. Brotherton A, Abbott J, Hurley M, Aggett PJ. Home enteral tube feeding in children following percutaneous
endoscopic gastrostomy: perceptions of parents, paediatric dietitians and paediatric nurses. J Hum Nutr Diet. 2007;
20:431-439.

13. NVivo qualitative data analysis software; QSR International Pty Ltd. Version 10, 2012.

14. Edwards P, Roberts I, Clarke M, DiGuiseppi C, Pratap S, Wentz R & Kwan Irene. Increasing response rates to postal
questionnaires: systematic review. BMJ 2002;324:1183 15. Grimes D, Schulz F. Bias and Causal Associations in
observational research. Lancet 2002 359:248-252.

16. Fareday J, Thomas C, Forrest A, Darbyshire P. Food for thought: investigating parentsâ�� perspectives of the
impact of their childâ��s home enteral nutrition. Neonatal, Paediatric and Child Health Nursing2009; 12; 9-15.

17. Rollins H. The psychosocial impact on parents of tube feeding their child. Paed Nurs 2006; 18: 19-22.

Hospital to Home Paediatric Enteral nutrition - Parents Need Support 2



18. Craig G, Scambler G, Spitz L. Why parents of children with neurodevelopmental disabilities requiring gastrostomy
feeding need more support. Dev Med & Child Neurol 2003; 45:183-188.

19. Evans S, MacDonald A & Holden C. Home Enteral Feeding Audit. J Hum Nutr Diet. 2004; 17: 537-542.

20. Irish Department of Health & Children. Primary Care â�� A New Direction. Dublin: Stationary Office, 2001.
Available at: www.dohc.ie accessed 13th March 2014.

21. Rice N, Normand C. The cost associated with disease-related malnutrition in Ireland. Pub Health Nutr 2011;Dec:1-7

22. Madigan S. Symposium on â��Home Enteral Nutritionâ�� Home enteral-tube feeding: The changing role of the
dietitian. Proc Nutr Soc2003; 62:761-763.

23. Irish Department of Health & Children. Statement of Strategy 2011-2014 Dublin 2: Stationary Office, 2012.
Available at: www.dohc.ie accessed 19th March 2014.

Hospital to Home Paediatric Enteral nutrition - Parents Need Support 3


