
Childhood Illness,
Financial Stress
The Hidden Costs of
Hospital Care for Children

Children in Hospital Ireland





Childhood Illness, Financial Stress
The Hidden Costs of

Hospital Care for Children

Report of research carried out in 
2019 by Children in Hospital Ireland

Children in Hospital Ireland



Copyright © Children in Hospital Ireland 2020

Published by Children in Hospital Ireland

4–5 Burton Hall Rd, Sandyford, Dublin 18, Ireland

Designed and Printed in Ireland by Practical Printers

Lower King Street, Wexford, Y35KP71



   Childhood Illness, Financial Stress: The Hidden Costs of Hospital Care for Children    |   1   

Chapter 5: Summary        39 
and Conclusions

5.1 Purpose and Methodology      39

5.2 Summary of Findings       39

5.3 Key Issues Emerging       40

Chapter 6: Recommendations  42

6.1 Introduction         42

6.2 Guiding Principles and       42  
 Standards

6.3 Recommendations        43

References         47

Appendices         48

Appendix A: Questionnaire       48

Appendix B: Sample Interview       65
Guide

Appendix C: Sample Information       67
Sheet

Appendix D: Consent Form       68

Appendix E: Additional Tables

Table E1: Car Parking        70
Charges at Hospitals

Table E2: Childcare Fees        71 
by County

Table E3: Exceptional Needs        72
Payments – Expenditure
and Number of
Recipients 2008 to 2019

Table of Contents

Foreword     2

Chapter 1: Introduction  3

1.1 Background         3

1.2 Previous Research        3

1.3 The Present Study        4

Chapter 2: Methodology  5

2.1 Outline of Research        5

2.2 Ethical Approval        5

2.3 Survey of Parents/Carers       5

2.4 Semi-Structured Interviews      10

2.5 Summary         10

Chapter 3: The Non-Medical     11 
Costs of a Child’s Hospital Care

3.1 Introduction         11

3.2 Increased Costs        11

3.3 Impact on Income        25

3.4 Cumulative Impact        30

3.5 Summary         31

Chapter 4: Meeting the        32 
Non-Medical Costs of   
Hospital Care

4.1 Introduction         32

4.2 Statutory Provision        32

4.3 Support Provided by       34  
 Hospitals and Charities

4.4 Adequacy of Financial       36  
 Supports

4.5 How Families Resource       36  
 Costs

4.6 Summary         37



2  |   Children in Hospital Ireland

Foreword

Children in Hospital Ireland is pleased to present this research report on the non-medical financial 
costs related to having a child in hospital care in Ireland. This is an issue which has concerned us 
as an organisation since our foundation in 1970.  We have regularly highlighted the real financial 
pressures which families face when a child is sick and in need of hospital care. In 2004, we 
conducted a similar study exploring the range and significance of these non-medical costs and we 
called for changes to be made in order to support parents in this situation. We now find ourselves, 
sixteen years later, again detailing the financial burden represented by these costs and once more 
calling for many of those proposed changes to be considered. 

We know that parents of a sick child face enormous challenges and that above everything else their 
concern is the well-being of their child. In such circumstances, it is difficult for them to advocate 
for themselves on the issue of the wider supports needed to care for their child. From consulting 
with the large number of participants in this study we know that the lack of support for parents in 
meeting hospital-related costs imposes an enormous burden on families, one from which it may 
take years to recover. Children in Hospital Ireland is taking up this issue on behalf of those parents. 
We sincerely hope that the data and the personal stories presented in this research report will 
provide information and perspectives to assist policymakers in ensuring that parents are better 
supported by the State at a time when such support is most needed.  

We owe a huge debt of gratitude to all the parents who participated in this research study by 
completing the survey questionnaire or by taking part in an interview; we thank you sincerely 
for your willingness to share your experiences and insights. We thank the social workers and 
representatives of childhood illness organisations who participated in the interviews that formed 
part of this study. We wish also to express our gratitude to the three hospitals and the many patient 
support groups that facilitated and supported us in undertaking this research. 

We take this opportunity to thank Andrew Daly for his dedication and commitment in carrying out 
the research and drafting the final report. Thanks must also go to Margaret Burns for editing the 
report, to Anna Gunning, CEO, for her dedicated work in steering this project to completion, and to 
the board and staff members of Children in Hospital Ireland who have all had an input into work on 
this research project over the past year.

Children in Hospital Ireland is deeply grateful for the funding which made this research project 
possible; this was received from The Lauritzson Foundation and from the ‘What Works’ Network 
Support Grant 2019 provided by the Department of Children and Youth Affairs. 

We commit to continued work on behalf of all families caring for a child receiving hospital care 
and we hope to influence and facilitate real and measurable change in regard to the support these 
families need. 

Dr Suzanne Egan

Board member, Children in Hospital Ireland 

Chairperson, Research and Policy Sub-Committee, Children in Hospital Ireland

September 2020
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hospital stay. This means that a family could be 
liable for a charge of up to €800 in a year.

There are, however, other financial costs, not 
related to medical fees or hospital charges, which 
families are likely to face as a result of their child 
receiving hospital services, particularly if they are 
an inpatient. Through its work to promote the well-
being of children within the healthcare system, in 
particular, before, during and after hospitalisation, 
Children in Hospital Ireland has long been 
conscious of how significant these costs may be, 
and of the considerable financial difficulties they 
may create for families. What makes such costs 
burdensome in more than an economic sense is 
that they are incurred at a time when families are 
already experiencing a great deal of stress and 
worry as a result of their child’s illness.

1.2 Previous Research

In 2002, Children in Hospital Ireland carried out 
a qualitative study to explore the economic and 
social implications of having a child in hospital. 
Participants in this study – parents and those 
working with families – identified additional 
financial costs as one of the key problems facing 

1.1 Background

No official data is available to show how many 
children avail of hospital services each year in 
Ireland. In 2018, there were, in total, 129,137 
discharges from hospital in respect of children 
under the age of fifteen. This figure was comprised 
of 79,574 discharges following inpatient treatment 
and 49,563 discharges from day-patient care 
(Healthcare Pricing Office, 2019, p. 19).

The figure for discharges does not, however, 
equate to the number of children under fifteen 
who received hospital care during 2018. Some 
children requiring hospital services may have 
more than one admission in the course of a year; 
among them will be children with an illness or 
condition necessitating repeated visits to hospital, 
as a day-patient and/or an inpatient. Children who 
are discharged more than once will therefore be 
represented at least twice and perhaps several 
times in the figures for hospital discharges.

All children normally resident in Ireland are 
entitled to receive hospital care in a public 
hospital. This care is provided without charge to 
children who have a medical card (approximately 
30% of all children); for other children there is 
a daily inpatient charge of €80 which may be 
imposed for a maximum of ten days in any twelve-
month period, regardless of the length of the 

2004
Having a child in hospital is a very stressful time for their parents, not to mention costly … 
There shouldn’t be any need for money worries when you are worrying about your baby.

Parent involved in research commissioned by Children in Hospital Ireland in 2004

2019
You get penalised for your kid being in hospital. Anytime my son was in hospital I lost the 
Carer’s Benefit. I was sleeping on the floor in Dublin, and I was told that was when I didn’t 

need any support …  there are such huge costs when your kid is in the hospital and I 
don’t know how the Department can’t see that; it’s so obvious.

Parent involved in research commissioned by Children in Hospital Ireland in 2019

Chapter One
Introduction
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parents of a hospitalised child. Following on from 
this, Children in Hospital Ireland commissioned 
research in 2004 to explore in detail the costs 
faced by parents as a result of their child receiving 
hospital care. This research sought to quantify 
additional costs across a range of areas, including 
travel to hospital, food and accommodation 
for parents, telephone charges, childcare costs 
in respect of children at home, and laundry 
expenses. It also explored how families may 
experience a loss of income because a parent, or 
both parents, may have to take time away from 
work to be with their sick child. The study also 
examined what, if any, supports were potentially 
available to assist with the extra expenses and 
the loss of income which parents experienced 
(Fitzgerald, 2004). 

The study’s findings, published by Children in 
Hospital Ireland in the report, Sick Children, 
Money Worries, showed that the additional costs 
faced by families were significant – markedly so if 
a child needed hospital care for a prolonged time 
– and that these costs had a particularly severe 
impact on families living on limited incomes. The 
findings also showed that parents were receiving 
little, and often no, help towards the non-medical 
costs they incurred as a result of their child 
receiving hospital care. The assistance available 
was largely discretionary and confined to those on 
very low incomes.

The 2004 study concluded with a set of 
recommendations for changes in policy so that 
families might be supported in meeting the non-
medical financial costs associated with hospital care 
for their child. The core recommendation was the 
introduction of a specific ‘scheme of assistance’ 
designed to help meet such non-medical costs, 
which would be payable where children spent 
prolonged periods in hospital or had multiple 

admissions. Since then, no progress towards the 
implementation of this proposal has been made. 
Of the remaining recommendations in the 2004 
report, just one has been put into effect: in 2017, 
all children in respect of whom the Domiciliary 
Care Allowance is paid became eligible to receive 
a full medical card without a means test. 

1.3 The Present Study

In light of the absence of any significant changes 
in policy to support families in meeting the non-
medical costs associated with hospital care for 
children, and given that Children in Hospital 
Ireland has continued to receive anecdotal 
evidence of the burden such costs may impose 
on parents, it was decided in 2019 to carry out 
new research on this issue. The study set out 
to examine the costs which parents face; the 
implications of a child needing hospital treatment 
for parents’ participation in work and thus for 
families’ incomes; the assistance, if any, which 
families receive from statutory and non-statutory 
sources; and the overall impact of costs related to 
hospital care on families’ financial well-being. 

The study was carried out in the second half of 
2019. The methodology used is described in 
Chapter Two of this report and the key findings 
are presented in Chapter Three and Chapter Four. 
Chapter Five provides a summary of the findings 
and indicates the main conclusions. Chapter Six 
outlines a series of recommendations based on 
the study’s findings but also derived from key 
principles and standards set out in national and 
international documents which should guide policy 
development for the realisation of children’s rights 
within the healthcare system.

Chapter 1: Introduction
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Chapter Two
Methodology

2.1 Outline of Research

The purpose of this research by Children in 
Hospital Ireland was to explore the non-medical 
financial costs associated with having a child in 
hospital care in Ireland. The study was intended as 
an update to previous research on this issue which 
was commissioned by the organisation in 2004 
and published in the report, Sick Children, Money 
Worries (Fitzgerald, 2004). This new study aimed 
to gather information that would point towards a 
set of recommendations to address the question 
of these costs in the current context.

The key research questions in this study were:

• What are the non-medical costs associated 
with having a child in hospital care?

• What kinds of income loss are families 
experiencing as a result of the additional 
care and attention their child needs while 
receiving hospital treatment?

• What assistance, if any, do families receive 
towards meeting these costs?

• What is the wider financial impact on the 
family of the non-medical costs associated 
with their child receiving hospital care?

It was decided to employ two methods of primary 
data collection: (i) a mixed quantitative and 
qualitative survey for parents or carers of children 
who had received hospital care, either as an 
outpatient or inpatient, within the previous eighteen 
months and (ii) semi-structured interviews with 
parents, hospital social workers, and staff members 
of voluntary organisations.

2.2 Ethical Approval 

Any research proposed to be conducted at a 
hospital in Ireland requires approval from the 
hospital’s research ethics committee. For this 
project, applications for ethical approval were 
submitted to CHI at Crumlin, CHI at Temple 
Street and Sligo University Hospital. Approval 
was obtained from all three hospitals to interview 

hospital social workers, to recruit families for 
participation in interviews through the hospital 
social work department and to advertise onsite the 
survey for parents/carers.

2.3 Survey of Parents/Carers

2.3.1 – Survey Questionnaire

In designing the survey questionnaire, the 2004 
study on costs served as a starting point and 
adaptations and additions were made to this. As in 
2004, a key concern was to keep the questionnaire 
as short and simple as possible, in recognition of 
the fact that the parents and carers of ill or injured 
children are likely to be under a great deal of 
pressure and to have very little free time. However, 
the questionnaire still needed to be comprehensive 
enough to cover all relevant topics. 

In the survey, information about the financial 
impact of the non-medical costs associated with 
hospital care was sought in two ways: firstly, 
through a series of questions on the cost of 
travel, accommodation, meals away from home, 
childminding, and other additional expenditures 
that might arise and, secondly, through questions 
regarding loss of earnings by respondents and/or 
their partner as a result of reduced opportunities 
to engage in paid employment.

The questionnaire also included questions on 
financial or other supports which may be available 
to families and the utilisation and adequacy of 
these. It then asked respondents to assess the 
extent, if any, to which the non-medical costs of 
hospital care had a negative impact on their family’s 
financial well-being and the extent to which such 
costs were a source of worry about finances.

The survey questionnaire included open text box 
questions which allowed respondents, who so 
wished, to provide additional detail about the non-
medical costs they had encountered, to describe 
their experience of trying to secure financial 
assistance to meet these costs, and to provide 
comments and suggestions on how families could 
be better supported in meeting such costs.
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Whereas the 2004 study used paper survey forms 
exclusively, it was decided that for this study both 
online and paper questionnaires would be used. 
(The text of the paper questionnaire is reproduced 
in Appendix A.)  

The online survey was distributed through the 
research platform, QuestionPro. This programme 
had the advantage that, for any respondent, 
questions could be filtered out in light of earlier 
responses.  If, for example, a respondent stated 
that they did not have a partner, questions relating 
to a partner would be automatically skipped over. 
This reduced the amount of time needed to read 
through and complete the survey.

2.3.2 – Survey Sample

It would not be possible for a voluntary organisation 
such as Children in Hospital Ireland to undertake a 
survey that would be representative of all families in 
Ireland with a child who was currently receiving or 
had recently received hospital treatment. Instead, 
the aim of this study was to seek the participation 
of as many families as possible within the time and 
resources available, so as to obtain an indicative 
picture of the types of non-medical expenses 
incurred by families, as well as of the ways in which 
family income may be affected. 

Initial consultations with hospital staff and 
representatives of voluntary groups suggested 
that the most appropriate approach to recruiting 
participants was to advertise the survey widely, 
using a variety of outlets, with an open invitation 
to take part. The only criterion for inclusion 
was having a child who was receiving hospital 
treatment at present, or had received treatment 
within the preceding eighteen months. The 
survey was advertised online through Children in 
Hospital Ireland’s social media and website and 
through the communication channels of a number 
of childhood illness charities with which CHI 
collaborates. The research was also advertised in 
three hospitals – CHI at Crumlin, CHI at Temple 
Street, and Sligo University Hospital – through 
posters and business cards, which included the 
web address for the questionnaire. 

Paper copies of the questionnaire were made 
available in these three hospitals as well as at two 
residences for parents of children in hospital – 
Hugh’s House and Ronald McDonald House – and 

return boxes for completed questionnaires were 
placed in each of these sites. 

Figure 2.1 provides details on how respondents 
learned about the survey. Almost 50% had done so 
through a support or illness group and 9% through 
a friend or by word of mouth; 16% said that they 
had learned about the survey via a website.

Potential participants had the opportunity to 
view information about the study and to see the 
questionnaire, either online or in paper form, 
before deciding whether they wished to take part. 
The information provided about the study made it 
clear that all responses received would be treated 
as confidential and that anonymity was assured: 
neither type of survey form asked for a name or 
contact details and the online form did not permit 
any tracing back to the person completing it. The 
survey questionnaire was available for completion 
between August and November 2019.

2.3.3 – Response 

A total of 252 respondents completed the survey 
questionnaire in full. In addition, it was decided 
that participants who had provided replies to a 
majority of the questions in the questionnaire (i.e., 
had answered 70% or more) should be included. 
There were 66 such respondents, giving a total 
sample of 318. Fewer than 2% of respondents 
used the paper form to fill in the questionnaire. 
The data from the paper questionnaires was 
transcribed into QuestionPro for analysis.

Figure 2.1: How Respondents Learned   
        about the Survey

N = 318
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From a support or patient group I’m part of
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Chapter 2: Methodology

Some people logged onto the online survey but 
discontinued before answering at least 70% of 
the questions. QuestionPro provides information 
which shows at what stage people dropped out. In 
general, it was questions where respondents were 
asked to give a figure for costs they had incurred 
in specific areas of expenditure that saw the largest 
numbers cease their participation. It is likely that 
people found such information too difficult or 
time-consuming to calculate and so they dropped 
out. QuestionPro also showed that completing the 
online survey took on average 22 minutes.

2.3.4 – Limitations of Research Data

In analysing the survey data, it became apparent 
that the sections of the questionnaire which 
led to some people dropping out also caused 
difficulties for some respondents who continued 
with filling in the questionnaire. In particular, 
these were sections with open text box questions 
asking respondents to estimate their outgoings 
in a specific area of expenditure for a certain time 
frame.  In some instances, the respondent entered 
a figure that seemed to pertain to a different 
period of time, perhaps because this figure was 
more readily available to them. For example, 
respondents who had needed to stay in a hotel 
while their child was in hospital were asked how 
much on average they had spent per night on this 
accommodation. Some responses to this question 
indicated an amount more likely to be a weekly, 
or even monthly, figure than a nightly one. In 
such cases, where the figure in a given category 
seemed unreasonably high or low, the response 
was not included in the analysis, so as to ensure 
that the averages presented were not distorted.

However, it is important to note that even with 
such adjustments the figures in the report are 
still, of necessity, rough estimates of costs. Given 
that costs may vary from day to day, week to 
week, or depending on the phase of a child’s 
illness, it would be extremely difficult for parents 
to work out the average amount they had spent 
in different areas over a given period. This 
difficulty was adverted to by parents, with several 
respondents saying they would be unable to even 
guess at figures in certain categories. The only 
way to get precise figures would be a longitudinal 
study asking parents to keep a detailed account of 
their spending over a defined time span. Such a 

study would be very valuable and would allow for 
much more concrete indications of costs. However, 
given the time constraints and the stresses 
associated with a child’s hospital care the task of 
maintaining such a record might be too great a 
burden for most families. 

The facts and figures on financial costs presented 
in this report should therefore be taken as rough 
estimates only. However, the purpose of this 
study was not to create a detailed account of 
the expenses a family must deal with. Rather, 
the purpose was to highlight the reality of the 
significant non-medical expenses that may arise 
when a child is receiving hospital care and how 
the additional time and attention which parents or 
carers must give to a child at this time may result 
in loss of income due to reduced opportunities to 
engage in paid employment.

2.3.5 – Demographic Data

The survey asked respondents to provide 
demographic information across a number of 
fields. This information was sought to enable a 
breakdown of the data to reveal the particular 
challenges faced by different groups within the 
survey sample.

Geographical Distribution

As Figure 2.2 shows, more than half of 
respondents were from Leinster (26% from 
Dublin and 28% from the rest of Leinster); almost 
one-third were from Munster; one-tenth from 
Connaught, and just under 4% were from Ulster. 
Over half of respondents lived in a city or town.

In the hospital where my child receives treatment
From a support or patient group I’m part of
From a friend / word of mouth
Website
Other

Figure 2.2: Geographic Distribution
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Relationship to Child Receiving Hospital Care

Despite the fact that most respondents had a 
partner, it was usually mothers who completed the 
survey: 90% of respondents were mothers and 9.7% 
were fathers (see Figure 2.4 below). There were 
very few respondents whose relationship to the 
child receiving hospital care was other than that of 
parent – only two respondents were grandparents 
and only one described themselves as a legal 
guardian. If there are any costs or financial issues 
unique to non-parental carers, this study has not 
been in a position to explore these issues. 

Nationality and Ethnicity

Another way in which this study cannot be said 
to be representative is in terms of nationality and 
ethnicity. Respondents to the survey were 95% 
Irish and 98% White.

There are reasons to believe that families newly 
arrived in Ireland who have a child receiving 
hospital care may experience particular financial 
burdens. One of the points highlighted by 
parents who participated in this study was the 
importance of having the back-up of a family and 
neighbourhood network which could not only 
provide emotional support but help reduce some 
of the costs parents faced. Families newly-arrived 
in the country may not have such local networks 
of support, a point which was noted by some of 
the social workers in the interviews conducted for 
this study.

Furthermore, people from countries other than 
Ireland may face additional obstacles such as 
cultural differences and language barriers when 
it comes to dealing with service providers or 
attempting to access State supports.

The reasons for the low participation of families 
from outside Ireland in this study may include 
language barriers (the survey was available in 
English only) and the possibility that such families 
may not be aware of or involved in childhood 
illness charities.

Due to time and resource limitations, it was 
not feasible to share information in alternative 
ways or to access specific settings through 
which it might have been possible to reach a 
more diverse sample. A future research project 
to specifically explore the experiences of 
families from minority groups would potentially 
yield valuable information and help shape 
recommendations for interventions to alleviate 
the particular difficulties such families face.

Figure 2.3: Relationship Status

N = 318

Relationship Status 

Over 90% of respondents were in some form of 
partnership; just over 6% were single, and 3.5% 
were separated or widowed. It was evident from 
the responses to the survey that, across a range 
of issues, those who did not have a partner who 
could share care duties or  provide additional 
income were likely to carry an even greater 
financial burden than those in a relationship. 
In light of this, and given that a significant 
percentage of families in Ireland are headed by a 
lone parent (for instance, 20% of all families with 
children aged fifteen years and under), it would 
be important and worthwhile to ensure a greater 
representation of lone parents in future research 
on the non-medical costs associated with hospital 
care for a child.

Table 2.1: Nationality of Respondents

Nationality Count %
Irish 301 94.65
Other European Union State 12 3.77
Other 5 1.57
Total 318 100

N = 318
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Figure 2.4: Relationship to Child in Hospital
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costs associated with a child’s hospital care will 
bear most heavily on those on lower incomes, 
future research in this area would benefit from 
focusing on recruiting a greater percentage of 
respondents from the lowest income groups. 

Nature of Child’s Illness 

Parents were asked to indicate the type of illness 
or injury which necessitated hospital treatment. 
The purpose of this question was twofold: firstly, 
to see if high costs in certain areas correlated 
with specific illness groups and, secondly, to 
see if children with certain illnesses were more 
likely to be in receipt of support from voluntary 
organisations than children with other conditions.

Chapter 2: Methodology

The income category into which the highest 
percentage of respondents fell was the middle 
group, €41,000 to €60,000 (27.6%); 15% were 
in the €31,000 to €40,000 income group, and 
18% in the €61,000 to €99,000 group. Just 6% 
of respondents were in the lowest income group 
(under €15,000) and 16% in the next lowest group 
(€15,000 to €30,000). Given that the non-medical 

Figure 2.5: Household Income

N = 318

Table 2.3: Type of Illness

Illness Count %

Cancer/leukaemia 50 15.72

Neurological 46 14.47

Heart disease 42 13.21

Autoimmune disease 22 6.92

Renal 15 4.72

Infectious disease 13 4.09

ENT 8 2.52

Wound/injury/burn 6 1.89

Liver disease 6 1.89

Mental health 3 0.94

Sensory 2 0.63

Other/unsure 105 33.02

Total 318 100

N = 318

Income 

In the 2004 research study conducted by Children 
in Hospital Ireland, private health insurance/public 
patient status was used as a proxy for income on 
the grounds that asking directly about income 
would be unnecessarily intrusive. In this study, 
however, respondents were invited to indicate the 
income group to which they belonged; only 6% 
opted not to do so. 

The income categories used were condensed 
versions of those in the Census of Population 
conducted by the Central Statistics Office. These 
categories facilitated obtaining a reasonably clear 
idea of where respondents fall in terms of income 
without their being asked to provide exact figures.

Table 2.2: Ethnicity of Respondents 

Ethnicity Count %

White – Irish 297 93.40

White – other nationality 15 4.72

Asian/Asian Irish 4 1.26

Other, including mixed 2 0.63

Total 318 100

N = 318

As Table 2.3 shows, the three most frequently 
reported illnesses were: cancer (15.72%), 
neurological conditions (14.47%) and heart disease 
(13.31%). One-third of respondents replied ‘Other’ 
to this question, with many using the open text 
box to provide a more detailed description of 
their child’s illness. From the data obtained, then, 
it was not possible to determine any statistically 
significant findings on additional costs or access to 
supports according to illness group. 

Below €15,000         €15,000 - €30,000
€31,000 - €40,000         €41,000 - €60,000
€61,000 - €99,000         €100,00+
Prefer not to say
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2.4 Semi-Structured Interviews

In addition to the survey of parents/carers, a series 
of semi-structured qualitative interviews were 
conducted between August and November 2019. 
Interview participants were from the following 
groups: families of children receiving hospital 
treatment; staff members of childhood illness 
charities; hospital social workers. 

The interviews sought to explore participants’ 
experiences and perceptions of the non-medical 
financial costs associated with a child receiving 
hospital care.  Participants were also asked to 
consider what supports, if any, were available to 
parents to help meet such costs, as well as the 
accessibility and adequacy of these, and to give 
their views on how family supports might be 
improved.

In total, twenty-three interviewees participated 
in this part of the study: ten family members, 
seven staff members of voluntary groups, and six 
hospital social workers. All of the family members 
interviewed were parents; they were recruited 
through childhood illness charities and hospital 
social work departments. Staff members of 
voluntary organisations were recruited through 
the Network of Childhood Illness Organisations, a 
network initiated in 2019 by Children in Hospital 
Ireland. Hospital social workers were recruited 
by contacting the social work departments of 
CHI at Crumlin, CHI at Temple Street and Sligo 
University Hospital.

Those interviewed were provided with an 
information sheet on the research project and 
were asked to sign a consent form before the 
interview took place.

Interviews lasted approximately 30 minutes. 
Interviews were recorded and later transcribed. 
Transcriptions and interview recordings were 
available to participants upon request. (See 
Appendices B, C and D for copies of sample 
interview guide and information sheet and the 
consent form used in conducting the interviews  
for this study.)

2.5 Summary 

The aim of this study was to explore the non-
medical financial costs associated with a child 

receiving hospital care. The study considered both 
the extra expenses incurred by families and the 
loss of income arising from reduced opportunities 
to engage in paid employment because of the 
additional care and attention parents needed 
to provide for their child receiving hospital care. 
The study also looked at the availability and 
accessibility of financial supports for parents in this 
situation. Fieldwork for the study was carried out 
between August and November 2019.

There were two components to the research. The 
first was a survey of parents/carers of a child who 
had been an outpatient or inpatient in a hospital 
within the previous eighteen months. This survey 
was carried out using a questionnaire seeking 
both quantitative and qualitative data. The 
questionnaire was available online via the research 
platform, QuestionPro, but paper copies were also 
made available.

It was not possible to obtain a survey sample 
representative of all parents/carers of children 
who had received hospital care in Ireland within 
the previous eighteen months: rather, an open 
invitation to participate was issued. The aim was to 
reach as many potential respondents as possible 
within the limited time available and to obtain 
information that would give an indicative, but 
still comprehensive, picture of the non-medical 
financial costs associated with hospital care for a 
child and the impact of such costs on the financial 
situation of families.

There were 318 respondents to the survey, the vast 
majority of whom used the online questionnaire. 
Almost all respondents were parents.  

A second component of the study consisted 
of semi-structured one-to-one interviews with 
twenty-three respondents: ten parents, seven staff 
members of childhood illness charities, and six 
hospital social workers.

Ethical approval for the study was sought and 
obtained from three hospitals – CHI at Crumlin, 
CHI at Temple Street and Sligo University Hospital 
– in order to access hospital social workers for 
interview, to recruit families for participation 
in interviews through the hospital social work 
department, and to advertise onsite the survey for 
parents/carers.
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Chapter Three
The Non-Medical Costs of a Child’s Hospital Care

3.1 Introduction

This chapter outlines the findings of the study 
which show how families may incur a range of non-
medical expenses as a result of their child having to 
avail of hospital services and, at the same time, may 
experience a fall in income as a result of a reduction 
in opportunities to engage in paid employment.

The findings in relation to increased expenses 
are set out under broad headings which cover 
the most common costs encountered by families: 
travel; accommodation; food; childcare. Additional 
costs are also described, since many families 
have particular expenses arising from their 
specific circumstances. With regard to earnings, 
respondents describe how a child’s illness and 
hospital care may lead to their reducing, or ending 
entirely, their engagement in paid work, as well 
as the implications for their partner’s employment 
and earnings. 

In presenting comments and quotations from 
those who took part in the study, codes are used 
to refer anonymously to participants. Parents or 
guardians are referred to as ‘PG’ followed by a 
number. The codes PG1 to PG10 relate to parents 
who took part in one-to-one interviews; codes 
from PG11 onwards refer to survey respondents 
who provided additional details or made 
comments using the open text box facility in the 
questionnaire. Social workers interviewed are 
referred to using the letters ‘SW’ followed by a 
number and staff members of voluntary groups are 
referred to as ‘NGO’ followed by a number. 

3.2 Increased Costs

3.2.1 – Travel

Means of Travel

Travel to and from hospital constitutes a significant 
expense for many families. As Table 3.1 shows, 
89% of respondents reported that they relied on 
a family car as their primary means of transport to 
hospital. This figure was as high as 95% for families 
from Munster.

There are several reasons for the high level of 
reliance on private cars. SW1 drew attention to the 
compromised immunity many children experience 
as a result of their illness: 

‘Children on chemotherapy can’t use 
public transport; they certainly can’t 
use buses. In general, they have to be 
brought separately from everyone else 
due to their compromised immune 
system. Any of the talk around public 
transport for the new children’s hospital 
is very amusing to us because it shows 
a total lack of understanding of what 
children with cancer require.’

The use of public transport may also be impossible 
because of the mobility needs of the child. PG5 
described how significant modifications to a vehicle 
are required for their child to travel safely, meaning 
that a specialised private vehicle is the only feasible 
way for them to travel.

Table 3.1: Means of Transport to Hospital, by Province

Means of Transport to Hospital Overall Dublin Rest of 
Leinster Munster Connaught Ulster

Family car 89% 89% 91% 95% 79% 83%

Lift with friends or family 3% 4% 4% 0% 0% 8%

Public transport 4% 2% 1% 3% 15% 8%

Taxi 1% 2% 0% 0% 3% 0%

Ambulance/HSE transport 0% 0% 0% 0% 0% 0%

Walk or cycle 1% 2% 1% 1% 0% 0%

Other 1% 0% 2% 1% 3% 0%

N = 318
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Travel Distance 

Given that a number of major treatment centres 
are located in Dublin, those living outside the 
capital frequently find themselves travelling a 
significant distance from their family home for their 
child’s hospital care.

SW5 highlighted the planning and organisation 
that must be undertaken in order to make a long 
journey with a sick child, saying that the trip to 
Dublin is ‘huge’ and requires a great deal of effort 
by the whole family. The representative of NGO2 
pointed out ‘when the child is unwell, travelling 
can be difficult’. Several parents also highlighted 
the physical and emotional toll exerted by their 
regular journeys to hospital. PG5 commented 
that their four-hour drive was ‘emotionally and 
financially draining’. PG3 described how the first 
three years of their child’s life ‘were spent on 
the road to Dublin’. They said that they would 
regularly leave their house at 2 a.m. to travel to 
Dublin for an early-morning appointment.

SW1 said they had seen many families who had to 
make very lengthy journeys to the hospital. They 
felt families coming from distant locations, such as 
Kerry and Donegal, were seriously burdened by 
travel expenses. SW3 expressed the same opinion, 
saying, ‘Anyone outside of Dublin who needs to 
travel is at an automatic disadvantage’. Table 3.2 
shows that, overall, 72% of survey respondents 
were attending one of the three Dublin children’s 
hospitals for their child’s medical treatment. 
Unsurprisingly, well over 90% of those from Dublin 
were attending Dublin hospitals. Of respondents 
who were from the rest of Leinster, 74% attended 
a Dublin hospital. The figures for the remaining 

provinces were: Ulster – 67%; Connaught – 56%; 
Munster – 53%. 

The concentration of services in Dublin, and the 
consequent distances that many families had to 
travel, meant that respondents who lived outside 
Dublin were experiencing much lengthier journey 
times. For Dublin-based respondents, it took on 
average 41 minutes to get to the hospital. For 
families living in other parts of Leinster, it took 1 
hour 19 minutes; for residents of Connaught, 2 
hours 6 minutes; those from Munster, 2 hours 8 
minutes, and those in Ulster, 3 hours 15 minutes.

These lengthy journeys to hospital translated 
into high levels of expenditure on travel. The 
representative of NGO4 commented: ‘You could 
be coming from Roscommon to Dublin, for a 
round trip, and you wouldn’t have change out 
of €100’. PG8 said that travelling from Cork to a 
Dublin hospital could cost €50 each way. 

Such expenses were a particular challenge for 
the significant number of families who were 
making multiple trips to the hospital each week 
(see Figure 3.1). In all, 45% of respondents who 
answered this question were making more than 
one trip per week, 14% were making one trip per 
day and a similar percentage were making more 
than one daily trip. The frequency of families’ visits 
to the hospital was also highlighted by SW1, who 
said: ‘The real issue is how regular those costs 
become … long-term those costs add up’. 

Even those living close to their child’s treatment 
centre are faced with high travel costs if attendance 
becomes very frequent. PG1, a Dublin-based 
parent, lives in reasonably close proximity to the 
hospital where their child receives treatment, yet 

Table 3.2: Primary Hospital Attended, by Province

Main Hospital Attended Overall Dublin Rest of 
Leinster Munster Connaught Ulster

CHI at Crumlin 54% 61% 64% 44% 44% 50%

CHI at Temple Street 13% 23% 8% 9% 12% 17%

Cork University Hospital 6% 0% 0% 19% 0% 0%

CHI at Tallaght 3% 11% 2% 0% 0% 0%

University Hospital Limerick 3% 0% 0% 11% 0% 0%

The Rotunda Hospital 3% 4% 3% 1% 6% 0%

Sligo University Hospital 2% 0% 0% 0% 15% 0%

University Hospital Galway 2% 0% 1% 0% 12% 0%

Other Hospital 14% 1% 21% 16% 12% 33%

N = 318
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PG4 cited the lack of co-ordination between 
different specialists and departments as one of the 
reasons for their frequent trips to the hospital and 
said they had found it extremely difficult to arrange 
multiple appointments for the same day or week. 

This parent felt that the hospital had not been 
accommodating when they attempted to rearrange 
appointments to minimise the number of journeys.

Travel expenses were greater for families who had 
more than one child with additional care needs. 
This was the case for respondent PG8, who had 
children receiving treatment at different centres, 
and as a result experienced travel demands that 
were particularly stressful: ‘I was still back and 
forth a lot to see the other kids; my kids back 
home still needed to be taken to therapies and 
for appointments’. PG8 said that travel expenses 
had become one of the family’s biggest costs and 
that at the height of their children’s illnesses ‘we 
had to resort to pawn shops to cover all of our 
transport costs’.

Parking 

A consequence of the high degree of reliance 
on a family car for transport to hospital is that 
respondents face having to pay parking charges 
when they are attending appointments or staying 
with their child who has been admitted to hospital. 
This study’s results show that parking costs can 
quite rapidly mount up to significant sums, echoing 
the findings of the Irish Cancer Society survey for its 
‘Park the Charges’ campaign, which highlighted the 
implications of parking charges for people receiving 
cancer treatment (Irish Cancer Society, 2016). 

For the respondents to this study, the cost of 
parking was a major source of frustration. It 
was a cost which might not represent the most 
severe expense but it was one parents viewed as 
particularly unjustified – one that simply ought 
not to be imposed on families. 

Social workers interviewed were of a similar view. 
They said that the problem had worsened since 
car park management had been transferred to 
private  companies.  SW1,  for  example,  felt that the 
parking situation had been better for parents in 
the past when the hospital itself ran the car park, 
and said: 

‘... now it’s a private company. In the old 
days when it was run by the hospital and 
it was a minute charge we could run out 
and say to the guy, ‘Oh, this family need 
to come in, they can’t pay today’. Now 
that it’s a commercial company ... there’s 
absolutely no way we can do that. It 
seems completely wrong.’

Figure 3.1: Frequency of Trips to Hospital

N = 318

the frequency with which they have to attend 
means that travel expenses are significant:

‘We don’t have too much of a commute 
in, the petrol bill isn’t too bad per trip 
but over the course of a year when you 
actually add it all up, backwards and 
forward, last year we did about 12,000 
kilometres and we’re only down the 
road. With 200 nights in hospital, it adds 
up. Plus, no joking, at least one hundred 
more ins and outs on top of that with a 
big sister who wants to come and visit, 
drop-offs, all of that sort of thing. So 
even though we’re not far, the mileage 
does add up and we’re not in Donegal. 
Even when you’re not far there’s still an 
awful lot of mileage with a chronically sick 
child. There’ve been times when we’ve 
been in [the hospital] in the morning and 
then back in the afternoon.’

Another parent said that, as a result of having 
travelled 35,000 kilometres to and from the 
hospital over the previous eleven months, their car 
had required multiple tyre changes (at a cost of 
€640 per set) and three car services, ‘which have 
varied in cost from €269 to over €500’.
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in finding parking spaces is particularly acute if a 
hospital does not have a dedicated parking area, 
as is the case in Temple Street.

3.2.2 – Accommodation

Number of Overnight Stays

For the families of children who are inpatients, and 
for those coming long distances for outpatient 
appointments, overnight accommodation is often 
necessary. The great majority of respondents 
(94% of those who answered this question) 
reported that they and/or their partner had, either 
separately or at the same time, stayed away from 
home overnight in order to be close to their child 
in hospital.

SW5 also said that in the past they had been more 
able to assist parents through vouchers and passes 
for parking but that their social work department 
no longer had the funding or the facility to offer 
parents such support.

One parent described the privatisation of car parks 
as a ‘win-win’ for the hospital and the parking 
company – the former receives funds from the 
transaction and no longer has responsibility for 
the day-to-day running of the parking space, 
while the company profits from the high rates 
charged. This parent felt it was families that were 
the losers in the exchange.

PG43 believed that ‘having to pay for parking is 
absolutely disgraceful, especially if you are on your 
own as you cannot get out to top up the meter’. 
They recalled how they had even been clamped 
once when their child was a baby.

Some respondents highlighted the significant 
differences between hospitals in the parking 
rates charged and pointed out that parents may 
not be prepared for this. PG44, for example, 
found parking costs in Dublin to be particularly 
burdensome, saying: ‘In Limerick we don’t pay 
much, yet in Crumlin we pay 36 euro each visit’. 
PG5 said that parking in Sligo was reasonable but 
‘the parking in Crumlin – it’s nearly 70 euro for 
a few days. When you’re not used to those high 
prices outside Dublin, it’s a shock’. 

Further sources of frustration for parents were 
that parking facilities at some hospitals do 
not have reductions for prolonged stays – for 
example, through providing weekly rates or 
special long-stay rates – and that, where reduced 
rates are in place, information about these is 
sometimes not readily available. (See Appendix 
E, Table E1 for more detailed information on 
parking charges at children’s hospitals in Dublin 
as well as a number of other hospitals throughout 
the country.)

SW3 highlighted the lack of an adequate number 
of accessible parking spaces, describing this as 
a ‘massive stressor’. They said: ‘driving on these 
streets and struggling to find parking is stressing 
people out. It’s an extra concern families don’t 
need. They’re coming in flustered; it’s not a 
relaxing journey.’ PG3 echoed this assessment: 
‘Even trying to get into Dublin, if you’re running 
late, the stress of getting in and having to drive 
around and find a wheelchair spot!’ The difficulty 

The average number of nights during the previous 
twelve months that respondents had stayed away 
from home in order to be with their child was 45. 
This figure reveals that, in the case of the survey 
respondents, the length of the hospital stay 
for their child was significantly longer than the 
national average for children receiving inpatient 
care. In 2018, the average length of stay as an 
inpatient was 6.2 days for children under one 
year old and 2.8 for children between one and 
fourteen years (Healthcare Pricing Office 2019, 
p. 18). The findings from this study reflect the 
fact that, although participation was open to any 
parent who had a child in hospital during the 
previous eighteen months, a large proportion of 
the sample was recruited through voluntary groups 
concerned with specific childhood illnesses. This 
finding therefore reflects the situation of parents 
of children with more serious and/or long-term 

Figure 3.2: Overnight Stays
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The cost of accommodation is, therefore, a 
significant issue for parents with a child in hospital, 
whether they are spending money to meet the 
charges for such accommodation or are finding 
themselves forced to sleep in their child’s room 
or ward, when they would not otherwise do so, 
because they simply cannot afford the cost of an 
alternative form of accommodation.

Accommodation Provided by Hospitals
As noted above, staying by their sick child’s 
bed overnight means that parents do not face 
accommodation costs but such an arrangement 
is not conducive to a good night’s sleep. SW1 
expressed concern for parents doing this 
regularly, saying: 

‘[Parents] need a proper place to stay, 
somewhere they can get a shower and 
some sleep. So, we need provision here 
at the hospital. Now the hospital argues 
that most of the wards have an extra bed 
beside the child, or at least a mattress on 
the floor, but for long stays – six, eight, 
ten weeks – while a child gets a bone 
marrow transplant they need to rotate 
with another person to keep sane.’

Most hospitals allow only one parent or guardian 
at a time to stay on the ward overnight with their 
child. There are variations between hospitals in 
what is provided for parents who are staying on 
their child’s ward or room. Some have purpose-
built beds and/or chairs by the child’s bed for a 
family member to sleep on; some others provide 
fold-up mattresses.  Some hospitals may also 
provide shower facilities for parents.

PG3 mentioned that their local hospital has 
comfortable chairs ‘so you can actually get a 
decent sleep next to your child’ but that when 
their child was in hospital in Dublin they found the 
chairs too stiff to allow them get any kind of rest 
and so they usually slept on the floor. They said: 

‘I’ve slept on what’s basically a yoga 
mat under a sink; you’re getting in 
the nurses’ way. How do you expect 
someone, anyone, to function ... the 
sleep deprivation is a massive issue.’

They felt that those sleeping on the ward were 
being neglected: ‘You’re kind of just left there; you 
have to get on with it yourself’. 

PG4 also reported sleeping on the floor next to 
their child’s bed. To them, an even bigger issue 
was that there was space for only one person so 
‘one of us would still need a hotel because we 
were travelling all the way from Galway’. 

Just short of one-third (30%) of parents 
who provided information on the type of 
accommodation used said they had been able to 

conditions. On the other hand, the average of 
45 nights does not show the experience of those 
parents who spend a particularly long time away 
from home. PG45, for example, said that they had 
spent 280 nights away from home over the previous 
year. A number of other parents simply indicated 
that they had spent most of the previous eighteen 
months at or near the hospital but were unable to 
calculate the exact number of nights involved.

Types of Accommodation Used

As Table 3.3 shows, respondents used a number 
of different types of accommodation when they 
needed to stay overnight near their child. Parents 
most frequently stayed in their child’s hospital 
room or ward. This option does not involve a 
charge but it means the parent is unlikely to have 
a comfortable night’s sleep. However, Table 3.3 
also shows that a significant number of parents 
had stayed in accommodation which would incur 
a charge. The impact of this on a family’s finances 
would obviously depend not only on the cost per 
night but the number of times such accommodation 
was needed. 

Table 3.3: Type of Accommodation Used by Parents*

Type of Accommodation Count %

In the hospital ward/room with 
my child 231 86.2

In the hospital's parent room 82 30.6

At a charity-run property near 
the hospital 53 19.8

At a hotel 51 19.0

With friends/family 27 10.1

In a B&B or hostel 8 3.0

In rented accommodation      
(incl. Airbnb) 8 3.0

Other 8 3.0

N = 268

* Respondents had the option of selecting more than
one reply to this question.
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a hotel ... Most of the kids here have a 
medical card but sometimes it’s just the 
child [has the card]; the parents don’t 
have a medical card in their own names 
on financial grounds so they’re paying full 
price for the parents’ accommodation. 
The cost for parental accommodation 
could be higher than the cost of the 
child’s hospital stay.’

Voluntary Sector Accommodation
Another option for parents is accommodation 
provided by a voluntary organisation: almost 
20% of those who replied to the question on the 
type of accommodation they had used reported 
availing of this. While in some cases a fee is 
charged, such provision usually costs much less 
than private accommodation or even hospital-run 
parents’ accommodation. 

SW1 felt that Ronald McDonald House offered 
parents the best option at €70 per week because 
this rate includes food, storage space, and 
cooking facilities. Those who had stayed in this 
accommodation were quick to praise the staff and 
facilities; PG5, for example, said: ‘It’s like a five-star 
hotel’. The Ronald McDonald House also offers 
the advantage of providing space for siblings to 
stay – several parents mentioned that this was 
extremely helpful during the summer months 
when other children in the family were on holidays 
from school. It also provides a number of free 
parking spaces. PG47, whose child was a long-
term patient at Crumlin, said the House had been 
invaluable throughout their stay.

Ronald McDonald House is undoubtedly one 
of the best options parents can hope to find in 
Dublin. However, even a rate of €10 per night 
can become a significant expense for families 
on seriously reduced incomes, especially if 
accommodation is needed for any prolonged 
period. Despite the charge, Ronald McDonald 
House makes it clear that ‘no family is turned away 
regardless of their ability to pay’ and that financial 
aid may be available following an individual review 
by management. 

Other similar services do not charge: for example, 
Hugh’s House in Dublin and Brú Columbanus in 
Cork both offer rooms for free. PG8 said they 
were deeply grateful for the assistance received at 
both sites, noting: ‘If it wasn’t for places like Brú 

secure a place in rooms set aside in the hospital 
for the specific purpose of providing a space for 
parents to sleep. Accommodation of this type 
allows parents to remain in close proximity to their 
child while also having a proper bed to sleep in 
and a greater degree of privacy than is possible on 
the wards. 

However, there is only very limited availability of 
such hospital-provided accommodation. PG10 
pointed out that many of the hospitals they have 
passed through did not have any onsite parents’ 
accommodation. The hospital in which SW6 works 
had lost all of its parents’ accommodation due to 
an increasing need for treatment spaces onsite 
and so parents were sleeping in a chair next to 
their child’s bed. Due to the problems this was 
causing for parents’ physical and mental health, 
hospital staff had campaigned and fundraised to 
replace the old uncomfortable plastic chairs with 
new softer ones which recline, allowing parents to 
sleep a little more comfortably.

Hospital-provided accommodation is not 
free: charges range from €10 to €30 per night 
depending on whether it is a single or double 
room. These charges are much lower than would 
be the case for hotels or B&Bs but nonetheless, 
as PG46 puts it, ‘when you are there for a week or 
more that cost adds up’.

SW1 said: ‘I think charging is just terrible.’ SW3 
also expressed misgivings about accommodation 
charges saying:

‘We require that parents be here ... Yet 
we’re forcing parents to pay even though 
they have to be here.’

SW3 highlighted the fact that there is no yearly 
cap on the number of nights for which a parent will 
be charged for staying in hospital accommodation. 
They pointed out that the €80 charge for a 
public hospital bed, applicable where a person 
is not covered by a medical card, is levied for 
a maximum of ten days in any twelve-month 
period, regardless of how many days are spent 
as an inpatient, and said: 

‘... with parents’ accommodation you 
could be paying €2,000 a year. We have 
a house [for parents] as well and it’s a 
great resource but it can’t pay for itself. 
It’s €25 a night which is cheaper than 



   Childhood Illness, Financial Stress: The Hidden Costs of Hospital Care for Children    |   17   

Chapter 3: Non-Medical Costs of a Child’s Hospital Care

Columbanus and Hugh’s House there would have 
been times when my kids were in hospital and I 
would have had to sleep in a car’. PG5 said they 
didn’t know what they would have done without 
the availability of a charity-run centre, saying: ‘We 
wouldn’t have been able to pay any kind of rent in 
the middle of Dublin in the summer’. 

As with hospital accommodation, the drawback 
of such centres is the limited number of places 
available. The general sense among parents was 
that these facilities were very good indeed but 
that it was extremely difficult to secure a place.  
PG48 was frustrated about how difficult it was to 
get a place in one of these houses, saying: ‘It’s 
always at full capacity’.  

Interviews with social workers, as well as informal 
correspondence with staff in these houses, 
undertaken as part of this study, confirm that 
there are waiting lists and that the limited number 
of places means that often families needing 
accommodation have to be turned away. In fact, 
PG5 said that competition for places is so great that 
when they secured a place in one centre through 
their social worker they were advised ‘not to tell 
anyone because they couldn’t get everyone in’. 

Private Sector Accommodation 
Of those respondents who replied to the 
question on the type of accommodation used, 
19% indicated they had stayed in a hotel, 3% 
had rented accommodation, such as Airbnb, 
and another 3% had stayed in a B&B or hostel 
(see Table 3.3, p.15). PG3 stated: ‘The parents’ 
accommodation is usually full so we need to go 
for hotels’. PG10 said they had been forced to 
use private accommodation near the hospital ‘for 
months on end’. 

The NGO2 representative outlined another 
scenario where parents must use private 
accommodation: 

‘If a child is in intensive care there is no 
opportunity for the parents to stay with 
them on the ward; they do have to go 
and find somewhere else … the family 
is really stuck in those cases; people are 
going out to the hotels then.’

This interviewee went on to say that families may be 
able to stay in hotels at a discounted rate but added:

‘It’s hard to even find the information 
about which hotels offer this and even 
the hotels that do it’s still very expensive. 
You’re still staying in a hotel: it’s not a 
huge discount that they’re getting.’

However, most hotels do not offer a discount. In 
any case, even a discounted rate is usually far in 
excess of charges for parents’ accommodation in a 
hospital or in a house provided by a charity.

The representative of NGO3 described the 
experience of one family which highlights how the 
costs of private sector accommodation may be 
completely unaffordable for some families. The 
parents, who lived far from Dublin, were unable 
to secure accommodation at the hospital or in a 
charity-run centre while their twins were receiving 
treatment and so they ‘had to sleep in their car; 
they didn’t have the money to stay anywhere else’.

According to the survey results, the average 
amount that parents who used hotel 
accommodation spent was €144 per night, while 
the average for a hostel or B&B was €125 per night.

There were geographic variations in whether or 
not parents incurred the expense of private sector 
accommodation. Presumably due to their proximity 
to the three children’s hospitals in the country, only 
a very small number of Dublin-resident families 
said they had needed to stay in either NGO-
provided accommodation or in private sector 
accommodation, such as a hotel or B&B. 

Housing Costs 
SW1 observed that the cost of accommodation 
associated with having to stay nearby when a child 
is receiving hospital care is just a small part of a 
family’s overall accommodation expenditure:

‘People might think, “Why can’t parents 
just pay for accommodation?”. But 
the thing is they’re already paying for 
their place back home. They’re paying 
for accommodation in Dublin and a 
mortgage or rent back home.’

Study participants pointed out that, in effect, 
families were living in two places: their permanent 
home, and temporary accommodation at or near 
the hospital, the cost of which comes on top of 
paying rent or a mortgage for their family home. 
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A number of parents expressed frustration that 
there is insufficient recognition of the reality of the 
regular housing costs that have to be met while 
additional expenses are being incurred as a result 
of their child being in hospital. PG39 commented:

‘Nobody thinks about the running of the 
family home while one or both parents 
are in hospital with the sick child. All the 
same bills still need to be paid.’

Several other parents regarded their housing 
payments as their primary source of financial 
stress. PG50 said: ‘I worried so much about 
meeting our mortgage payments every month’, 
while PG51 stated that in anticipation of their 
child’s transplant operation: ‘I have started saving 
to ensure I have funds set aside to cover my 
mortgage payments as there is no assistance 
available for this. Carer’s Benefit wouldn’t cover 
my mortgage payments’. 

The experience of PG5 illustrates how families 
are prioritising meeting housing costs. This family 
used the payment received under an insurance 
policy that included cover in the event of a child 

being diagnosed with a serious illness, as well as 
donations they received from two charities, to make 
payments against their mortgage loan. PG5 said: 

‘That’s what’s kept us afloat and kept a 
roof over our heads; we’d have lost our 
house if we didn’t have an insurance 
policy as well. We wouldn’t have been 
able to pay for our mortgage ...’

SW3 commented that housing costs were placing 
a significant burden on families and found it 
frustrating that they could not do more for parents: 

‘We feel powerless to help a lot of the 
time when it comes to housing stuff, 
mortgage repayments or rental costs, 
there’s really not a lot we can do about 
that. It’s not realistic to expect people to 
be able to keep paying Ireland’s huge 
rents and mortgage repayments when 
they have virtually no income and need 
to pay even more for accommodation 
near the hospital.’

SW1 highlighted how housing costs were an 
issue for nearly every family regardless of their 
economic status: 

‘We deal with the really rich and the really 
poor. Even the previously rich lose out 
though, because they have greater costs: 
they end up losing money fast when they 
have big mortgages and no income.’

SW4 said that often families seek to freeze their 
mortgage repayments but lenders may refuse 
this request and in any case freezing repayments 
represents only a temporary solution.

3.2.3 – Food

Expenditure on Food 

Figure 3.3 below shows that 42% of respondents 
said that when they visit the hospital they 
usually spent the whole day there. A further 25% 
indicated that they spent between four and seven 
hours onsite per visit. This means that over two-
thirds of respondents would spend most of the 
day, if not all of it, away from their home and for 
this time would be without access to cooking 
facilities. As a result, many people were having 
some or all of their meals at the hospital. 

Table 3.4:  Housing Tenure

Tenure Type Count %

Owned with mortgage/loan 209 65.72

Rented from a private landlord 37 11.64

Owned outright 33 10.38

Rented from a local authority 26 8.18

Staying with family 13 4.09

Total 318 100
N = 318

PG8 said:

‘My husband stayed here with the other 
kids but I moved [to a city where the 
hospital was located] ... with second 
son … we had the expenses of trying 
to run two different households at the 
same time.’

As Table 3.4 shows, the great majority of 
respondents had mortgage or rent outgoings (66% 
were paying off a mortgage; 12% were paying rent 
to a private landlord; 8% were paying rent to a 
local authority).
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Access to Food

Some parents may be spending far less on food. 
However, this is not the result of their having 
found cheaper ways of getting three meals a day 
but rather because they are skipping meals. 

PG3 said that due to the stress of having a 
seriously ill child and the need to be constantly 
vigilant, they seldom left their child’s room for 
meals. Usually, their partner brought them a 
meal once a day, after work. Apart from this, 
PG3 was relying on hospital staff to bring them 
food. Otherwise, they often did not eat. PG3 said 
sometimes all the nurses could get for them was a 
cup of coffee which they said kept them going but 
was no replacement for a proper meal.

PG2 described a similar situation where staff 
helped out a great deal and said: ‘On the ward 
people were great to me; they knew I wouldn’t 
leave the room so they would bring me dinner, 
even though they weren’t supposed to. I wouldn’t 
have eaten otherwise’.

In the absence of such support, a parent’s 
own health and well-being may be at risk. 
PG1 described how being unable to focus on 
eating and maintaining their health had led to a 
frightening medical situation: 

In addition, as Figure 3.4 shows, 50% of 
respondents who indicated the length of time their 
partner stayed at the hospital said that they did so 
for either the full day or for between four and seven 
hours, suggesting that these partners too would 
have to have most of their meals away from home. 

Respondents were asked to estimate how much 
they spent on each meal while at the hospital. 
PG8, for example, said they were spending at 
least €30 a day because ‘... in Dublin it’s much 
more awkward and expensive; you have to run to 
a restaurant to grab something quick when there’s 
someone else with him for a minute.’

Overall, respondents’ replies showed that the 
average cost of breakfast was €10, the average cost 
of lunch was €13, and of dinner €12. Additionally, 
tea/coffee cost an average of €5 per day, while 
other snacks amounted to €7. Such costs mean 
that a person remaining at the hospital for a full 

Figure 3.4: Duration Partner’s Typical Hospital Visit

N = 286

Figure 3.3: Duration of Typical Hospital Visit

N = 318

day could spend €47, were they to purchase three 
meals plus tea/coffee and a snack. Where a partner 
was also spending most or all of the day at the 
hospital these food costs might be doubled.
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Figure 3.5: Meals Purchased During Typical
Hospital Visit
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‘I had two episodes last year where I 
physically collapsed and ended up in 
hospital. The first time ... I realised I 
hadn’t eaten in about five days ...’

In some instances parents availing of hospital 
accommodation may have access to facilities to 
store food. PG52, for example, commented: ‘The 
kitchen in the parent’s accommodation was great, 
and I could see that some people had food in the 
fridges’. But as previously noted most parents do 
not have access to hospital accommodation.

Without any official system in place to ensure that 
parents have ready access to meals, staff members 
are trying to find the time to get food and bring 
it to parents. This unofficial practice was greatly 
appreciated but could not be relied upon to 
provide adequate nutrition on a regular basis. It was 
certainly not something every parent had access 
to. It seemed to be provided only in cases where 
parents had established a relationship with staff 
members who were then willing to step outside 
their routine duties to ensure a parent was looked 
after. PG8 said: ‘I’m probably one of the lucky ones 
in [the hospital]. They give me meals and stuff; they 
know me. I’ve seen other parents having to rely 
on toast’. They added that when they were in a 
hospital other than their local hospital, ‘it’s an awful 
lot more difficult’. PG83, however, had not received 
this kind of assistance, and said they struggled 
to get enough food because ‘there is no support 
for parents staying long-term with children’ in the 
hospital they attended.

For parent PG52, a major issue while staying with 
her baby in hospital had been the lack of places to 
eat other than at certain limited times. She said: 

‘The staff canteen in the hospital was 
great and you got a brilliant breakfast or 
lunch, but it didn’t open at the weekends, 
and only opened during very limited 
hours of the day. I was breastfeeding my 
son, and had to be very organised to get 
down to eat when I could. At times, I was 
stressed waiting for a doctor to arrive to 
see him, and [would] think ‘Gosh, I need 
to eat’ (so that my baby could eat!). Then 
at weekends I had to cope with the cafes 
which also had very limited opening 
hours, and the food was processed in the 
main. It worked out to be very expensive 
when you were there for a few days. I just 

felt there was nowhere I could go to eat 
after about 4 p.m.’

PG53 also found the limited opening hours of the 
hospital canteen frustrating and said it was often 
closed before they could go there to get dinner. 
This meant they might have to wait until the next 
morning for a proper meal. PG2 said that when 
they could not access the canteen they had to 
rely on food from the vending machine which was 
very unhealthy.

Families with a Child in Isolation
A number of families described how their food 
expenses were even greater than usual during 
periods where their hospitalised child was placed 
in isolation. PG61 said:

‘We are in isolation in the hospital so 
therefore cannot bring or store any 
food in the hospital. This has left us in 
dire financial stress as we are not even 
allowed make a cup of tea. All meals 
must be bought. We cannot use the 
staff canteen. So, everything is very 
expensive. It’s bad enough having a 
child with leukaemia but the hospital 
imposed a huge financial burden on us. 
Two hundred nights last year in there and 
we couldn’t even put a microwave curry 
in the microwave to eat.’

P1 had a similar experience when her daughter 
got an infection which resulted in her being placed 
in isolation. This meant the family could not use 
any of the communal areas: 

‘We’re not allowed to use the parents’ 
kitchen. We’re not allowed make tea or 
toast. Whenever we’re in now it depends 
on which of the healthcare assistants are 
on, they’ll throw us in some food or tea 
sometimes but when we’re in isolation 
we spend a lot of money now on food 
and coffee because we can’t have access 
to those areas.’

PG52 said that because their child was in isolation 
they could not use the parents’ kitchen on the 
ward and there was no convenient alternative way 
of accessing food. This parent commented that 
the hospital was ‘amazing’ but the issue of access 
to food for parents with a child in isolation ‘lets 
them down’. 
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The importance of the support received from 
extended family, apparent in the data in Figure 
3.6, was evident also in comments made by 
respondents. PG55 said that their parents had 
moved full-time into the family home to look after 
their other children. PG2 had moved their family 
back to their childhood home so as to eliminate 
accommodation and childcare costs. PG56, PG57 
and PG33 all described themselves as lucky to have 
family nearby who could help with childminding.

In contrast, SW3 drew attention to the difficulties 
faced by parents who have limited or no networks 
of support. In particular, they noted that families 
newly-arrived in Ireland may not have any family 
support accessible to them in this country to 
provide assistance, including with childcare. This 
may lead to enormous levels of stress as parents 
care for their child who needs hospital treatment 
and at the same time try to continue in paid work.

Figure 3.6: Types of Childcare Used

N = 302

* Respondents had the option of selecting more than
one reply to this question.

Cost of Specific Dietary Requirements
Beyond basic meals, several parents highlighted 
additional food expenses arising from 
their child’s particular dietary needs. PG54 
described the ‘very specific tastes’ their child 
had developed as a result of undergoing 
chemotherapy. This change in appetite meant 
the parents had to purchase food outside of 
what the hospital provided to ensure their child 
got food they currently found palatable. PG46 
also noted the need to purchase special food 
for their child because ‘sick children can have 
very specific appetites’. PG41 mentioned a more 
direct medical reason for special foods, saying 
that their child is coeliac so they had to buy 
gluten-free snacks.

3.2.4 – Childcare 

Need for Childcare

Table 3.5 below shows that although some 
parents either had no children at home (12.6%) 
or did not need additional childcare (24.5%), a 
majority said they did need to find cover for the 
childcare requirements of the siblings of their 
child receiving hospital care. Over a third (34.1%) 
said they had needed evening babysitting, 
33.4% day-time babysitting, 23.6% overnight 
babysitting and 20% extra day care. Commenting 
on the costs of childcare for other children, one 
social worker interviewed said it was of such 
significance that ‘families with other children at 
home are suffering the most’.

Role of Family in Childcare

The survey questionnaire asked respondents to 
indicate who usually performed these additional 
childcare duties. As Figure 3.6 shows, respondents 
drew on several different sources to meet the 
need for extra childcare. However, it is clear that 
there was a high degree of reliance on informal 
care: almost half of respondents (46%) said the 
additional childcare needed was provided by 
older siblings and extended family; one-third 
said that it was provided by partners, and 15% by 
friends and neighbours. 

Table 3.5: Need for Additional Childcare for
Children at Home*

Type of Additional
Childcare Required Count %

Evening babysitting 108 34.10

Day-time babysitting 106 33.40

Overnight babysitting 75 13.60

Extra day-care
(e.g. after school or creche) 66 20.80

Other childcare required 33 10.40

None of the above required 77 24.30

No other children at home 40 12.60

N = 317

* Respondents had the option of selecting more than
one reply to this question.

Relative or older child Other parent/partner
Childminder/babysitter Friends/neighbour
After-school or creche      Other
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them gifts and pay for outings. PG60 said: 

‘You tend to try make this up by buying 
them a toy or taking them out somewhere 
for a treat and to spend time with them.’

PG15 also said they pay for their other children 
to go on outings to keep them entertained. PG5 
similarly noted that they were ‘always buying them 
presents to make up for the fact we’re away so 
much’. The findings of this survey showed that 
families were spending an average of €42 per 
week on outings and activities and €20 for physical 
gifts for their children.

A number of respondents expressed concern 
about the demands they found themselves 
placing on their wider family. PG61 said that they 
felt guilty for tasking their elderly parents with 
childminding. They said they wished that they 
could do more but as a result of the time they 
spent at the hospital: ‘I cannot cook my parents 
a meal or make them a cup of tea or ensure their 
washing is done’. PG54 also felt guilty about how 
often they had to rely on the elderly grandparents 
of their children, saying they were concerned 
they were placing too much of a strain on them. 
PG5 said that having their mother look after other 
children meant they ‘didn’t have to pay a child 
minder’ but it also meant they felt they had ‘... put 
a burden on my mother; she’s not a young woman 
and she did a lot’.

Perhaps because of this sense of guilt, many 
parents who relied on family and friends for 
childcare offered money to cover costs or 
reimburse out-of-pocket expenses, and provided 
gifts to show gratitude. This was the case for 
PG3 who said: ‘We rely so much on our family; 
you need to look after them’. PG5 also regularly 
buys their mother gifts ‘to say thank you for all 
she does’. Although it is unlikely that these gifts 
were purchased every week, many parents gave 
the impression that so many people were helping 
them out that buying gifts had become a regular 
expenditure. PG62, for example, put the cost of 
gifts at about €30 once or twice per month.

PG15 said they felt obliged to fund outings, 
including paying for meals, when family members 
looked after their children. PG36 was also paying 
for taxis or for petrol for whoever was looking after 
their children while PG20 said they made sure to 
‘always contribute towards food or a day trip while 
they’re being minded at no cost’. 

A number of parents spoke of their concerns 
regarding the implications of the childcare 
arrangement they had to make, including the 
impact on their children, the effects on the family 
as a whole and the demands being placed on 
members of their extended family who were 
undertaking the childcare.

PG58 acknowledged that while having a partner 
to look after other children meant that costs were 
kept down, there were still difficulties:

‘Our other child also requires full-time 
care; they have complex needs so one of 
us is always with her and the other parent 
is with our other child in hospital. The 
cost isn’t just monetary; it’s a complete 
lack of sleep and time as a family.’

PG59 was distressed about the lack of time they 
could spend with their other children: ‘My family is 
a single parent family. My kids are well looked after 
by my relatives. However, being so far from Dublin 
and on my own I don’t see my kids for weeks’. This 
had left them feeling lonely at the hospital. 

PG60 commented on the emotional toll which 
dividing up the care duties was having on their 
family. While one parent, usually the respondent, 
stayed with their child in hospital, the other stayed 
at home to mind the sick child’s sibling. PG60 said: 
‘Being away from my well child negatively affects 
her’. PG22 was similarly worried that their other 
child felt left out as both parents were away at the 
hospital: ‘My other daughter is a great girl but all 
of the attention is on her sister and it’s tough on 
her’. PG5 described how their older child at home 
could understand what was happening but that 
their three-year old was having a difficult time 
coping without their parents. 

SW3 has seen many families whose other children 
were struggling due to a lack of time and attention 
from the parent who needed to stay with the child 
in hospital:

‘Other children know that they can’t 
be the priority but they have their own 
issues like back to school time, stressful 
events, maybe going to a new school, 
and for a lot of those events the parents 
are missing.’

As a consequence of the time spent away from 
other children, many parents feel the need to buy 
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The expenditure on additional paid childcare 
for siblings of a child receiving hospital care 
must be viewed in light of the evidence that, 
in general, childcare in Ireland is expensive 
relative to income, as has been highlighted in 
many studies. Data released by the Minister for 
Children and Youth Affairs in 2019 in respect 
of nearly 4,000 childcare providers throughout 
the country showed that although there were 
significant variations between counties – with 
the highest rates charged in Dublin – fees came 
to significant amounts, even in counties with the 
lowest rates (see Appendix E, Table E2). When 
issuing the data, the Department of Children and 
Youth Affairs noted that the average full-time 
fee in respect of all age-groups of children was 
€184 per week and the average part-time fee 
(for between 3.5 and 5 hours) was €110 per week 
(Department of Children and Youth Affairs, 2019). 
The average fee for sessional care (that is, for a 
period of less than 3.5 hours) was €73. The cost of 
sessional care may be of particular significance for 
families with children receiving hospital treatment 
as they may require additional childcare at short 
notice to accommodate hospital appointments or 
admissions.

This high cost of childcare is particularly 
significant when such care is required not 
because parents are taking on more paid work 
and therefore earning a higher income, but, 
rather, because they do not have the time to work 
or be physically present to mind their children 
as a result of the care required by their child 
receiving hospital treatment.

3.2.5 – Requirement for Additional Supports 

Survey respondents were asked to consider if 
there were any additional healthcare services 
their family had required as a result of their child’s 
illness. In general, families did not feel that they 
had experienced an additional need for such 
services. However, an exception was the need for 
mental health support: 69 respondents (roughly 
21% of the total sample) had sought mental health 
support for themselves, 35 (11%) for their partner 
and 27 (8%) for other children in the family. 

Of respondents who had not sought the support 
of mental health services, the majority indicated 
that this was because they had not felt they 
needed such services, or because they received 
adequate support from family and friends or 

Paid Childcare Services

As well as revealing the less immediately obvious 
financial costs associated with informal childcare 
arrangements, the study showed that a significant 
minority of families faced the expense involved in 
having to use paid childcare services. As Figure 
3.6 (p. 21) shows, 23.2% needed to employ a 
childminder/babysitter and 14.6% had used after-
school or crèche services.

SW3 described how many of the families they 
meet do not have strong support networks: ‘They 
have no one at home to help out, to mind the kid 
for an afternoon’. The cost of hiring a professional 
childminder whose services are required regularly 
over the course of months or even years is likely to 
impose a very significant financial burden on those 
without family to help.

PG2, for example, did not have any family 
members who could look after their other children. 
They said:

‘My in-laws are deceased and my own 
parents are at the stage where they 
need care as well. My other family are 
in ... [one county], my husband’s family 
are in ... [another county] so we don’t 
have the family support to deal with 
additional childcare. We have a fantastic 
childminder but she needed an awful lot 
of extra paying. She had to do a good 
few overnights for us. Even though my 
eldest daughter is in school there were 
times I needed my minder to come in in 
the morning and help her get ready and 
make the lunches and stuff. Childcare 
costs were massive last year, absolutely 
massive. We spent about €30,000 on 
childcare last year.’

While PG2 said they would have required some 
childcare services whether or not their child was ill, 
they were clear that the greater part of what they 
were paying was for the additional care needed as 
a result of the time spent at the hospital.

PG63 also commented on how expensive 
childcare was for them, saying that their situation 
was particularly difficult because their child who 
was at home had additional needs. This made 
finding childminders more difficult and meant that 
childcare was more costly. 
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mental health’. They said that the mental health 
services which both they and their partner had 
required had been costly. PG1 felt that they and 
their partner should still be receiving counselling, 
‘but the €60 each per week it would cost is not 
realistic for us at this time’. They said: ‘[while] crisis 
counselling got us functioning again, we’re both 
acutely aware that we’re living on the edge’. PG65 
also highlighted the importance of having a free 
counselling service for parents, citing it as one of 
the most urgent improvements which should be 
made in the system.

Those who had used private mental health 
services were asked to indicate how much they 
had spent on these services during the previous 
year. Some respondents indicated they had spent 
well in excess of €1,000 over the course of the 
year but the average expenditure was €801.

Some survey participants said they had received 
mental health support free of charge through 
a voluntary organisation. A number of these 
respondents had linked in to the free counselling 
service for families provided by NGO6, which 
focuses on a particular illness group. The 
representative of NGO6 interviewed said that 
the organisation had recognised how traumatic 
the diagnosis of a child’s serious illness can be 
for a family and had decided that a counselling 
service was a necessary support for families. 
The interviewee described the service as one of 
the organisation’s busiest and said it had been 
a huge success: ‘I’ve never seen feedback like 
it; parents find it so, so helpful. Mental health 
services for the entire family should be part of the 
holistic care of the child’. 

3.2.6 – Miscellaneous Expenses

Families were asked to reflect on any other 
expenses resulting from their child’s illness and 
hospital care which they had found particularly 
difficult to manage. The responses highlight 
how every family has different needs and, as a 
result, different expenses. However, a number of 
expenses stood out as being common to many of 
the respondents in the survey. 

One such expense was the cost of using laundrette 
services for washing and drying clothing needed 
by their child while in hospital. The average 
expenditure on laundry services across the survey 

The importance of being able to access such 
support when needed was highlighted at various 
points throughout the research. For example, PG3 
described how medication had helped them cope 
during the first few years when the severity of their 
child’s illness, the constant travel, and the reality of 
life in the hospital had led to a great deal of stress.

PG64 said they had needed emergency mental 
health intervention when anxieties concerning 
their child’s medical condition and the ensuing 
costs had led to ‘a breakdown’. Despite their 
immediate need for treatment, no public services 
could be found for them in their area. As a result, 
they had to pay for a private service which added 
to their financial worries. 

PG1 described a similar situation where their 
partner ‘hit rock bottom’ and ‘suffered with his 

Figure 3.7: Reasons Mental Health Support
Not Sought

N = 259

informally from the hospital where their child was 
being treated. However, as Figure 3.7 shows, 
a significant percentage felt they had needed 
mental health services but were unable to access 
these because of financial or other obstacles: 23% 
indicated they could not afford such services, 7% 
said lengthy waiting times had been a barrier to 
obtaining services and a further 8% said they had 
not been able to secure services in sufficiently 
close proximity to either their home or the hospital 
attended by their child.
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3.3.1 – Introduction

Part of the reason the costs outlined in the 
previous section of this chapter are so difficult for 
families to cope with is that, in many cases, they 
must be managed despite having a lower income 
because of reduced opportunities to engage in 
paid employment. 

Seriously ill or injured children require an enormous 
amount of care. This means not just the medical 
care provided by hospital staff, but the psycho-
social care which is largely the remit of the family. 
The social workers interviewed as part of this project 
indicated that parents or guardians are expected to 
be with their child at the hospital almost all of the 
time. As SW3 put it, ‘if a parent isn’t there more or 
less 24/7 it will likely become a neglect issue’. 

As a result of their care duties, many parents find it 
extremely difficult to engage in paid employment. 
SW6 said:

‘Realistically, if you have a child in hospital 
you need two parents; it’s a fulltime job 
for at least two people – that is, if they’re 
a two-parent family; if they’re not, you’re 
looking at extended families.’

SW1 said that, usually:

‘At least one parent has had to give 
up work in the early stages of cancer 
treatment. At that stage, constant 
vigilance is required. If both parents were 
working, one has taken Carer’s Leave and 
gone on Carer’s Benefit.’

The NGO1 representative expressed a similar view:  

‘Parents, especially with a young child – 
one, if not two, of them will have to give 
up working … treatment can last two 
or three years and relapses can happen 
later. So while it’s highly dependent on 
circumstance, I would say most parents 
struggle to keep up work.’

3.3.2 – Participation in Employment

As Table 3.7 shows, just over 31% of those 
who responded to the survey’s question on 
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Table 3.6: Miscellaneous Expenses*

Expense Count %

Higher food costs (e.g. more take-
away, more expensive convenience/
ready-made foods)

272 85.8

Treats or toys for child in hospital 249 78.5

Extra clothing (e.g. underwear/
pyjamas) for  child in hospital 224 70.6

Additional mobile phone costs 
(calls/texts) 190 60.0

Treats/toys for children at home 177 55.8

Gifts for people who help out 172 54.2

Special outings for other children at 
home 117 36.9

Special outings for child in hospital 93 29.3

Laundry costs 91 28.7

Extra housekeeping costs (e.g. 
hiring a cleaner) 74 23.3

Other 17 5.4

N = 317

* Respondents had the option of selecting more than
one reply to this question.

sample was €20 per week. Some respondents 
described situations which gave rise to particularly 
high levels of expenditure on laundry services.  

PG2 said:

‘My son was vomiting up to 20 times 
a day; I was broke from going to the 
laundrette by the hospital. I was having 
to constantly wash and dry clothes to 
make sure he had something clean for 
the next time he needed it. Sometimes 
he’d need the same thing again in the 
same day – it was that bad.’

PG1 also highlighted clothing expenses:

‘You’re amazed at the additional clothing 
that you need when your child is in 
hospital. Could go through three or four 
pairs of PJs a day from diarrhoea and 
everything else that comes with being 
very ill.’ 

Families also highlighted the need to buy treats 
for their sick child in order to help keep their spirits 
up. This cost families an average of €24 per week.
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Of respondents who had a partner, the majority 
reported that their partner had experienced a loss 
of income, although 35% said this had not been 
the case for them (see Figure 3.9).  For partners, 
the loss of earnings was less likely to be the result 
of a ‘reduction in regular income (for example, 
moving from full-time to part-time work)’ than it 
was for respondents (20% in the case of partners 
as against 38% for respondents) and more likely to 
be associated with loss of overtime (21%) and loss 
of earnings from self-employment (15%). 

The loss of earnings for partners reflected, at least 
partly, the fact that they were taking time off to 
take care of the children who were at home. For 
example, PG29 said that their partner could look 
after their other children but this meant taking 
time off work and not getting paid for those 
missed hours. PG48 made a similar point, stating 
that when other family members could not provide 

employment status said they were currently in 
full-time paid work (27% as employees and 4% as 
self-employed) and a further 18% said they were in 
part-time paid work, most as employees. Almost 
half of respondents were currently not in paid 
employment: 27.6% were engaged full-time in 
caring for their family; 18% were on Carer’s Leave; 
2.3% were unable to take up paid employment 
as a result of sickness or disability, and 1.7% were 
looking for work.

Table 3.7: Employment Status 

N = 297

Current Occupation Count %

Looking after the home/family/
dependants full-time 82 27.6

Full-time employee 80 26.9

On Carer's Leave 53 17.8

Part-time employee 51 17.1

Self-employed, full-time 13 4.4

Unable to work due to sickness 
or disability 7 2.3

Looking for paid work/
unemployed 5 1.7

Self-employed, part time 4 1.3

In full-time education 1 0.3

In part-time education 1 0.3

Total 297 100

In the case of many respondents, their current 
employment status reflects the fact that they 
have curtailed or ceased engagement in paid 
employment because of the additional care 
responsibilities associated with their child’s illness. 
As shown in Table 3.8 (p.27), a significant number 
indicated they had given up work entirely so that 
they could look after their child; others were taking 
temporary leave of absence from work, or had 
reduced their hours of work. 

Among the parents who had given up work 
was PG10 who said: ‘I gave up work ultimately 
because my baby was too ill to go into childcare’. 
Likewise, PG2 had found they were unable to 
continue in employment:

‘I was on a really good wage but for the 
first three or four years of his life my son 
was in and out of hospital so much that 
I couldn’t keep up any kind of work. We 
were in the depths of despair about his 
illness.’

3.3.3 – Loss of Income

Given the reduction in opportunities to take part 
in paid employment reported by respondents it 
is unsurprising that a majority had experienced 
a loss of income. Just 31% said that they had 
not experienced a loss in income (see Figure 
3.8 below). Over one-third of respondents 
(38%) said they had experienced a ‘reduction in 
regular income (e.g., full-time to part-time)’; 10% 
indicated a reduction in income due to loss of 
overtime, 8% to the loss of on-target bonuses, and 
7% to loss of self-employment earnings.

Figure 3.8: Impact on Respondent’s Income*

N = 264

* Respondents had the option of selecting more than
one reply to this question.
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hours. I dropped down from management 
to the level I’m at now so I could take a 
little more time to care for my child. I’m 
down at least €30,000 as a result.’

Respondents also gave examples of where 
training, education and work opportunities which 
could potentially lead to higher earnings for family 
members in the future had to be foregone.

Table 3.8: Impact on Employment*

N = 264

Current Occupation Count %

I have given up work to look after 
my child in hospital 84 31.8

I have used much/all of my annual 
leave 73 27.6

I took temporary leave of absence 
from my job 60 22.7

I have reduced my working hours 51 19.3

I have missed out on promotions, 
raises, or other opportunities 49 18.6

I have used much/all of the force 
majeure leave 48 18.1

I work the same hours but my job is 
negatively affected by caring (e.g. 
tiredness, lateness, stress)

28 10.6

I was not in paid employment prior 
to my child being in/attending 
hospital

21 7.9

I have taken a role with a lower 
wage 15 5.7

Having a child in/attending hospital 
has had no impact on my capacity 
to work

7 2.6

Other 23 8.7

* Respondents had the option of selecting more than
one reply to this question.

Those who indicated that they had experienced 
a reduction in income as a direct result of their 
child’s illness were asked to estimate how much 
money, on average, they had lost per week. The 
average loss was €605, a figure which reflects in 
particular the fact that such a significant number 
of respondents had left employment entirely or 
had reduced their hours of work. For those in a 
relationship, the loss in income experienced by 
their partner was on average €366 per week.

The study found that the effects on employment – 
and consequently earnings – were more complex 
and far-reaching than simply whether or not a 
person was able to stay in paid employment or 
how much work they were able to undertake. Over 
18% of respondents said that the caring duties 
associated with their child’s outpatient attendance 
or inpatient stay in hospital had resulted in losing 
out on wage increases, promotions, and other 
professional opportunities.

Other respondents said that in order to meet the 
care needs of their child they had switched to a 
job that was more flexible but yielded a lower 
wage. PG9, for example, said: 

‘I took a massive drop in pay in order 
to take a different position that was less 

childcare their partner had to take time off and 
so would lose wages. PG67 estimated that their 
partner lost €250 a day when they had to mind the 
children at home.

PG13, for instance, said that as a result of their 
child being in hospital their partner ‘had to give up 
a course that he had started in work which would 
have led to increased earnings ... as he could not 
commit to it’. Similarly, PG18 said that their eldest 
child had had to leave college ‘because we could 
not afford to pay the costs after our daughter 
became ill’. 

PG68 mentioned their self-employed partner 
turning down work to be with their child and thus 
missing out on lucrative opportunities to grow 
their business. The representative of NGO1 had 

Figure 3.9: Impact on Partner’s Income*

N = 246

* Respondents had the option of selecting more than
one reply to this question.
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seen many families with self-employed members 
suffering in this way. They suggested that for 
parents who were self-employed it could take 
many years to recover financially following the 
serious illness of their child. 

3.3.4 – Impact on Performance at Work

Some respondents commented on how stress and 
tiredness associated with their child’s illness and 
hospital treatment had a negative impact on the 
quality of their own or their partner’s work.  PG7 
felt this had been the case for their partner:  

‘He wasn’t in a good headspace, he was 
on high alert all the time and wasn’t able 
to perform to the best of his ability. The 
stress for him of having to stay in [work] 
to support us when really all he wanted 
was to be with us.’

PG9 felt that the pressure of keeping up with 
the demands of work ‘when you have the extra 
pressure of your child having a chronic condition’ 
was leading to stress and burn-out. 

SW4 spoke of the toll on a parent’s health and 
well-being from trying to work full-time but also 
stay overnight at the hospital with a child. They 
pointed out that a parent in this situation would 
have no time to spend at home with their partner 
or the other children in the family and would go to 
work exhausted, especially if their sleep had been 
disrupted as a result of their child being unwell or 
upset during the night.

Another example of the emotional impact which 
looking after a sick child had had on work was the 
experience of PG6: 

‘Taking Carer’s Leave has affected my 
confidence in work, has reduced the 
amount of responsibility I can take on 
and reduced the level of experience I 
have. I am glad that I have been able to 
take this leave but cannot deny that it 
has negatively affected my career.’

Having one’s career plans derailed in this fashion 
has a significant impact on parents. PG82 summed 
up this situation thus:

‘It’s not just financial – I had to give up a 
career I loved which has led to bouts of 

hopelessness, isolation and depression. 
I spent a lot of time and money on 
education to do my job which I then had 
to give up.’

3.3.5 – Using Up Leave 

For those who have remained in paid 
employment, additional care duties often 
necessitate using up much, or all, of their annual 
leave: as shown in Table 3.8 (p. 27), 28% of 
respondents said they had done so. A further 
18% had used force majeure leave to meet the 
additional care responsibilities that had arisen.

PG69 stated that hospital appointments requiring 
the attendance of both parents meant that their 
partner was reserving their leave solely for this 
purpose. This was also the case for PG3 who 
described how taking their child to the hospital 
was physically challenging and required two 
people: ‘We would spend the whole day in the 
hospital; I needed someone with me to even 
get my daughter out of the car’. This meant 
that the holiday leave of PG3’s partner was used 
exclusively to help in bringing their daughter to 
and from appointments. 

PG4 also used annual leave to take their child to 
appointments. They said that, in order to minimise 
the time they took off work, they tried to arrange 
a number of appointments for the same day. 
However, this was difficult to do since ‘you have to 
take the appointments as they come’.

When annual leave runs out, the situation may 
become very difficult for families. PG70 had used 
up all of their paid leave and was now taking time 
off and receiving no pay for these days. PG71 said 
they had ‘days off work taken at my own expense’ 
while PG66 said their partner had been forced to 
use up their annual leave and in addition had to 
use parental leave which is unpaid and had meant 
a substantial loss of earnings.

SW3 spoke of the situation of a father who had 
to take sick leave to be with his child who was 
seriously ill in a hospital in Dublin while the mother 
of the child cared for their other children at home 
in another part of the country. Eventually, however, 
the father’s sick leave expired and he was forced 
to go to half-pay, which meant these parents were 
faced with serious financial difficulties. 
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Drawing on their own experience, PG3 highlighted 
that where a partner is unable to take leave from 
work, this creates additional pressure for the 
parent who is staying with the child in hospital; 
they said: 

‘You need at least two people; you need 
someone there even so you can just take 
a break if needed. It’s not realistic to do 
it alone; it’s too much.’

For PG7, the level of care their child needed 
meant that once their leave was used up they had 
to give up their job.

3.3.6 – Employer Discretion 

SW6 commented that whether or not a parent 
can keep working while their child is seriously ill 
depends significantly on what can be negotiated 
with their employer. Some families found that their 
employers were very understanding and flexible 
when it came to taking leave. P5, for example, 
said: ‘My husband has had to use all of his annual 
leave; his work has been great and let him go on 
sick leave though’. 

Another parent, PG22, said: 

‘Work were and are very accommodating 
for both myself and my husband … we 
made plans to accommodate this as I 
could work from home/head office or the 
child’s hospital ward at least part time.’

PG72 has had a similarly positive experience, 
describing how their partner ‘... could have had 
six weeks’ loss of earnings but his company were 
extremely supportive of our situation with a sick 
new baby’. 

Support may also come from colleagues; the 
representative of NGO1 said:

‘I’ve heard of cases of ... where everyone 
came together and gave up their annual 
leave so that the parent of the sick child 
could have more days off.’

However, not everyone is so fortunate in being 
able to make arrangements with their employers. 
PG9 said:

‘It’s so hard to find an organisation where 
you can have the flexibility to keep 

working and also manage a child with a 
serious illness.’

SW3 was of a similar opinion saying:

‘It’s difficult for parents to negotiate the 
time they need to spend at the hospital 
with their employer. They have a job to 
do, so often the employer’s patience 
runs out … It’s not realistic to keep up a 
full-time job and what is ultimately a full-
time responsibility here … really it does 
come down to the employer in the end.’

P10 recalled being frustrated at the lack of 
understanding on the part of their partner’s 
employer regarding their child’s serious medical 
condition:

‘I remember my husband being given 
out to by his boss for leaving on short 
notice on several occasions because our 
daughter was very ill. They just didn’t get 
it; to them, her being seriously premature 
and having complications just meant she 
had to get a bit bigger and then she’d 
be fine.’ 

SW4 said that while an employer may be 
accommodating for a time in terms of granting 
leave there comes a point where they are likely 
to ask the parent to decide whether they are able 
to continue to work full-time. The social worker 
commented: 

‘It’s framed like a choice but it’s no choice 
at all – you’re managed out. When that 
happens families are facing poverty.’

PG73 noted that when their baby was born 
prematurely their company did not even pay 
maternity leave. A number of parents said that 
while they had been able to take the time they 
needed to look after their sick child, they were 
now having to make up the hours they had missed 
despite on-going care duties, with one parent 
saying they were working later hours and another 
that they were having to work ‘unsociable hours’ 
to cover time missed. 

P1 stated that their employer’s inability to offer 
part-time work or flexible working hours meant 
they had to leave their job entirely. PG75 said they 
had lost their job because they could not commit 
to a return-to-work date. 
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3.4 Cumulative Impact 

The survey questionnaire concluded by inviting 
respondents to reflect on their family’s financial 
well-being, in light of the following definition of 
such well-being: 

‘The extent to which someone is able to 
meet all their current commitments and 
needs comfortably and has the financial 
resilience to maintain this in the future.’ 
(Kempson and Poppe, 2018, p.14)

Respondents were then asked to indicate the 
overall impact of the additional non-medical costs 
associated with their child’s hospital care. Figure 
3.10 shows that more than half (58%) responded 
that they had experienced either a ‘strong’ or 
an ‘extreme’ negative financial impact, with 36% 
saying they had experienced a ‘strong negative 
impact’, and 22% that they had experienced an 
‘extreme negative impact’. 

In addition to their assessment of the overall 
financial impact of the non-medical costs of their 

Frequency of 
Worry

Overall 
(Cumulative 
Frequency)

Below 
€15,000

€15,000 - 
€30,000

€31,000 - 
€40,000

€41,000 - 
€60,000

€61,000 - 
€99,000

€100,000  
+

Prefer not 
to indicate 

income

Never 3% 5% 0% 0% 3% 7% 8% 0%

Almost Never 6% 0% 7% 8% 1% 7% 15% 8%

Sometimes 21% 16% 11% 14% 16% 45% 27% 8%

Fairly Often 35% 16% 31% 38% 43% 23% 42% 46%

Very Often 36% 63% 51% 41% 37% 18% 8% 38%

Table 3.9: Frequency of Worry about Finances by Income Category

N = 252

Figure 3.10: Impact on Financial Well-being

N = 250

child’s hospital care respondents were asked to 
indicate how frequently they worried about their 
financial situation. As shown in Figure 3.11, over 
one-third (36%) of those who responded said they 
worried about finances ‘very often’ and a further 
35% worried ‘fairly often’.

Table 3.9 shows that there were clear differences 
along income lines in the responses to this 
question. Nearly two-thirds (63%) of those with 
an income under €15,000 worried about finances 
‘very often’, as did 51% of parents with an income 
of between €15,000 and €30,000, whereas just 
18% of those with an income of between €61,000 
and €99,000 and 8% of those whose income was 
above €99,000 said they did so.
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Figure 3.11: Frequency of Worry about Finances
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The comment of one parent who was interviewed 
illustrated very clearly how concerns about 
additional costs and how they are to be met 
may come to be a dominant source of stress and 
worry in the lives of parents of a child receiving 
hospital care: 

‘You kind of know they [i.e., their child] 
are getting the help they need and that 
you’re doing everything to get them 
sorted out medically. So because of that, 
in a way, the money is the biggest stress. 
It’s the money that has you thinking ‘how 
am I going to do this, how am I going to 
do that’ … your part in it is making sure 
the money is there for them to get what 
they need … the more difficult thing 
to manage is making sure we have the 
money day-to-day to look after all the 
other costs we have when we’re up at 
the hospital.’

3.5 Summary 

This chapter outlines the findings of the study 
in relation to both the additional expenses and 
loss of income which families may experience 
as a result of a child’s attendance at hospital for 
outpatient and/or inpatient treatment.

The research results show that families may face a 
range of additional expenses, including obvious 
and direct costs such as transport to hospital and 
the expenses associated with parents having to 
stay with or nearby their child – accommodation, 
food, childcare for other children in the family – 
but also less immediately obvious expenses such 
as gifts for family members and friends assisting 
with the care of the family’s other children, 

laundry services, mental health support for family 
members. For families in particular situations – for 
example, those with a child needing prolonged 
and/or repeated hospital treatment, those who 
have to travel long distances to the hospital, 
those who have other children at home who 
require childcare – the additional costs they face 
are very substantial.

The findings also show that alongside these 
extra costs many families with a child receiving 
hospital care may face a marked reduction in their 
income. This loss of income arises because the 
time and attention involved in looking after a sick 
child means a loss of opportunity to engage in 
paid employment. Study participants highlighted 
the many different ways in which participation 
in employment may be constrained, including 
having to leave paid work entirely, moving to part-
time employment, foregoing overtime, passing 
up opportunities for promotion or training that 
would lead to higher earnings, and foregoing self-
employment opportunities.

Overall, a majority of respondents described the 
combination of non-medical expenses and loss 
of earnings resulting from a child’s illness and 
need for hospital care as having had a ‘strong’ or 
‘extreme’ negative impact on their financial well-
being, with this most frequently the case for those 
living on lower incomes. The negative impact 
was also reflected in the frequency with which 
respondents worried about their finances, with 
more than a third saying they did so ‘very often’ 
and a similar proportion doing so ‘fairly often’. 

 

Chapter 3: Non-Medical Costs of a Child’s Hospital Care

Never  Almost Never
Sometimes Fairly Often
Very Often



32  |   Children in Hospital Ireland

Chapter Four
Meeting the Non-Medical Costs of Hospital Care

4.1 Introduction

The findings outlined in Chapter Three show the 
potentially double-sided impact which hospital 
care for a child may have on a family’s financial 
situation – with, on the one hand, additional 
expenses and outgoings having to be met and, on 
the other, a lessening of opportunity for parents to 
engage in paid employment, with a consequent 
reduction in earnings.  

This chapter considers the question of whether, 
in what form, and to what extent, supports are 
available to assist parents in dealing with these 
financial costs. The chapter looks at statutory 
social welfare provision, assistance offered by 
hospital social work departments, and help 
provided by voluntary sector organisations. It 
presents the study’s findings on the extent to 
which respondents consider the support received 
from such sources to be helpful in meeting 
the additional costs with which they are faced. 
Finally, this chapter outlines the findings on how 
respondents resourced the non-medical costs of 
their child’s hospital care,  including their use of 
savings and borrowings. 

4.2 Statutory Provision

4.2.1 – Lack of Specific Scheme of Support

There is no statutory payment designed 
specifically for the purpose of assisting parents 
meet the non-medical financial costs that arise 
when a child is receiving hospital care. One 
element of the social protection system that 
might potentially be used to assist with such 
costs is the provision for an Exceptional Needs 
Payment under the Supplementary Welfare 
Allowance Scheme. This is a means-tested, 
discretionary payment, with applications assessed 
by Community Welfare Officers. The broad 
definition of ‘exceptional needs’ means that, in 
principle, this provision might be available to 
parents experiencing financial hardship as a result 
of the additional costs arising from their child’s 
hospital care.

Notably, however, this provision within the social 
protection system did not feature as a significant 
potential source of support for parents in this 
study. Children in Hospital Ireland’s previous 
study, Sick Children: Money Worries, in 2004, also 
showed there was very little resort to this scheme 
in order to meet hospital-related costs.

There is reason to believe that parents consulted 
for the present study would be even less likely to 
see Exceptional Needs Payments as a source of 
help, given the sharp curtailment of expenditure 
in this area, and the reduction in the numbers 
receiving payments, that occurred during, 
and even after, Ireland’s economic recession. 
Expenditure on such payments in 2019 was 
little more than half what it had been in 2008 
(€43.2 million in 2019 as against €82.2 million 
in 2008, with no allowance for inflation) and the 
number of people receiving payments in 2019 
was well below half what it had been in 2008 (see 
Appendix E, Table E3). These figures suggest 
that eligibility conditions were tightened as part 
of the process of reducing public expenditure 
in response to the recession, with the result that 
qualifying for the payment became significantly 
more difficult.

4.2.2 – Exclusion from Support during    
   Longer Hospital Stays

The absence of a specific statutory scheme to 
assist parents with non-medical hospital-related 
costs is not the only way in which the operation of 
the social protection system negatively impacts on 
families. Respondents to this study drew attention 
to the fact that entitlement to Domiciliary Care 
Allowance, Carer’s Benefit, and Carer’s Allowance 
– schemes which are key supports for parents of 
children with long-term additional care needs – is 
suspended if a child remains in hospital for longer 
than thirteen weeks. 

The comments of PG2 illustrates the difficulties 
and frustration experienced by parents who have 
been receiving a payment of this kind but find this 
discontinued when their child has an extended stay 
in hospital. This parent said: ‘You get penalised for 
your kid being in hospital’. They added: 
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‘Anytime my son was in hospital I lost 
the Carer’s Benefit. I was sleeping on 
the floor in Dublin, and I was told that 
was when I didn’t need any support … 
there are such huge costs when your kid 
is in the hospital and I don’t know how 
the Department can’t see that; it’s so 
obvious.’

PG29 felt that revoking of entitlement to 
Domiciliary Care Allowance meant the scheme 
was, in effect, ‘penalising those who have children 
in the hospital long-term’. They viewed this as 
particularly unjust because families whose child is 
an inpatient ‘actually have more expenses than if 
their child was home’.

The representative of NGO3 pointed out 
that some children may be in hospital for a 
considerable length of time, and mentioned 
one instance where a child’s hospitalisation had 
continued for three years, which meant that the 
parent, whose home was over 100 kilometres 
from Dublin, had lived in the hospital throughout 
this period. During this time, they would not have 
qualified for Domiciliary Care Allowance or Carer’s 
Benefit/Carer’s Allowance.

A further effect of this feature of the system is that 
if parents apply for one of these payments while 
their child is an inpatient and is diagnosed as 
having an illness or disability which will necessitate 
additional care for the foreseeable future, they will 
not be able to receive the payment while the child 
remains in hospital.

PG36 recounted how they had been affected by 
this exclusion: 

‘Domiciliary Care Allowance wasn’t 
received for eleven months as he was 
still an inpatient. Our costs were not 
even remotely covered although we had 
a lot of additional costs because I was 
basically living in the hospital.’

This was also an issue for PG37 who said they had 
been in the hospital with their child from the time 
he was born, several months previously. There was 
no indication of when the baby would be able to 
go home. PG37 said: ‘As our son is in hospital, we 
are not entitled to anything until he is discharged’.

The rationale for this feature of these social welfare 
schemes seems to be that the payment is being 

made to meet the costs that arise when a child is at 
home but if a child goes into residential care they 
are provided with food, accommodation, medical 
and other care, and so it is assumed that a family’s 
expenses are accordingly reduced. However, during 
a prolonged period as an inpatient, the hospital 
becomes a child’s second home. It is where they, 
and usually at least one parent, eat, sleep, learn, 
work and have leisure time. And, as the findings 
presented in Chapter Three show, families are likely 
to have additional rather than fewer costs during a 
child’s time in hospital. 

The representative of NGO6 noted that the 
expenses associated with hospitalisation ‘just 
keep adding up and if you’re in there for a week, 
if you’re in there for a month, if you’re in there for 
two months, that daily bill eventually is going to 
add up to hundreds of thousands of euro’. 

4.2.3 – Difficulties in Accessing Social  
   Protection Payments

The findings of this study also revealed the 
difficulties many parents face in accessing 
statutory social welfare schemes, such as 
Domiciliary Care Allowance, Carer’s Benefit and 
Carer’s Allowance. This issue obviously has wider 
implications than the specific concern of the study, 
which is focused on the non-medical financial 
costs associated with a child’s hospital care and 
how these costs can be met. Nevertheless, the 
issue is relevant in the sense that difficulties in 
accessing payments may mean that parents are 
having to deal with these additional costs without 
the support of social welfare payments to which 
they may be entitled.

Firstly, some parents who participated in this study 
reported that a lack of information about social 
protection schemes had resulted in a delay in their 
submitting an application, thus potentially missing 
out on such payments for a period during which 
they may be eligible. PG15 commented: 

‘[It is] impossible to know what you 
should or can apply for, how to, when to 
... All these things are confusing at the 
best of times and increasingly difficult 
when in hospital and an emotional and 
physical wreck.’

SW6 said that, currently, information is scattered 
throughout many different sources, with no one 
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source having everything a parent might require 
by way of information. 

The representative of NGO6 said:

‘A family doesn’t have the time or the 
energy and they’re not in that headspace 
to be looking around and seeing what’s 
out there. Somebody needs to go to 
them and say you can get this, this and 
this.’

Secondly, parents, social workers and 
representatives of childhood illness groups all said 
that the complexity of applications forms and the 
amount of detailed information requested created 
serious difficulties for many parents at a time they 
were already struggling with the emotional and 
practical issues associated with their child’s illness 
and hospital care. 

PG9, for example, said: ‘I was turned completely 
off by the form; it was just added stress that I didn’t 
need’; PG26 said: ‘There are enough worries with 
a child in hospital without having to fill out massive 
forms begging government for help’. 

SW4 commented as follows on the demands 
imposed on parents by the application process: 

‘The last thing on ... [a parent’s] mind 
is to go off looking for letters and bank 
statements. This is a barrier that prevents 
families without the time and energy to 
get them from receiving support. It’s 
too hard to even gather the information 
required … it’s just too much. They can’t 
even think about taking the time to get it 
all together.’

Respondents reported that as a result of the 
difficulties in the process of applying for supports, 
some parents simply abandon their application 
or, if they are turned down initially, decide not to 
even try to appeal the decision. SW5 commented: 
‘[With] the stress of everything they have to go 
through to get a payment, some people don’t 
pursue it or they give up without appealing’. SW4 
observed: ‘It’s only the families with incredible 
resilience and that have really high stamina that 
get payments’.

As well as the difficulties outlined above in 
accessing payments for which parents may be 
eligible, respondents also highlighted how 

payments are structured in ways that exclude 
from entitlement many people who need help. In 
particular, they pointed to the exclusion of self-
employed people from entitlement to Carer’s 
Benefit and the stringent nature of the means 
test for Carer’s Allowance. They argued that 
this means test fails to take sufficient account of 
additional expenses faced by families, including 
costs associated with a child’s illness, with the 
result that applications are turned down. PG32, 
for example, said:

‘We applied for Carer’s Allowance for 
my husband who stays at home to mind 
our severely disabled daughter. He 
did not qualify because I earned too 
much. However, they would not take 
into account that we had [significant] 
debts and that we were living in a one-
bed apartment and also had to pay for 
therapy and a parking space beneath 
the building. The only thing that was 
considered was my salary and our 
mortgage.’

The representative of NGO2 said: ‘If one parent is 
still working ... while their partner cares they won’t 
qualify for a huge amount of support despite the 
real financial hardship … With just one parent still 
working full-time, families are still experiencing 
financial hardship because of their additional 
costs.’ SW4 commented that in order to qualify for 
many of the supports potentially available ‘neither 
parent can be working’.

4.3 Support Provided by                      
      Hospitals and Charities

In certain circumstances – for example, an 
emergency situation – hospitals may be able to 
provide some support in order to assist parents 
in meeting the additional expenses they are 
incurring as a result of their child’s hospital care. 
This support may be in the form of vouchers or 
small amounts of money. 

Furthermore, charities concerned with a specific 
illness may provide financial support for parents 
or carers of a child diagnosed with that illness. In 
addition, as already noted, there are a number 
of charities which provide significant assistance 
to parents through the provision of subsidised or 
free accommodation.
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Support from Hospital Social Work 
Departments

Social workers who participated in this study 
reported that as a result of the absence of 
statutory supports or delays in accessing these, 
they encountered many families facing significant 
financial difficulties. 

SW6 stated that one of the most common issues 
they are faced with is the lack of an immediate 
payment for parents. They said parents of a child 
with a recent diagnosis, or of a child who had 
become an inpatient through an emergency, 
may not have anything in place in terms of 
financial support. SW3 described how they have 
seen instances where parents had rushed to the 
hospital in an emergency without having packed 
and had ended up staying for days or weeks. 
Such families may need immediate help in order 
to buy basic necessities, such as a change of 
clothing for the child. 

PG1 also highlighted the fact that there may be 
a great deal of initial expense following a child’s 
admission to hospital: 

‘Living in hospital you have to buy a lot 
of goods. It’s a huge cost. Last year when 
we got a diagnosis of leukaemia, in those 
first few weeks before you’re organised, 
you’re all over the place. You’re buying 

coffee, you’re buying chocolate, and 
you’re buying takeaways. You could 
easily be spending up to €50 a day on 
goods alone.’

Some of the social workers interviewed spoke of 
the very limited capacity their department has to 
provide emergency assistance to parents. They 
pointed out that the social work discretionary 
fund, which is provided through general hospital 
fundraising, is usually spent almost as soon as it is 
topped up each month. Occasionally, they said, 
they may even have to ask for the following month’s 
allocation to be paid in advance because someone 
is so greatly in need of assistance. SW3 said this 
always created problems later on because they 
were, in effect, ‘robbing Peter to pay Paul’; it meant 
they often had to go weeks without any funds 
available to meet requests, no matter how pressing 
these might be. 

SW4 also highlighted the problems created by 
having limited scope to assist families, saying: 

‘We don’t get money as and when we 
need it. We have a set amount for a 
period so using it in one place means we 
can’t use it somewhere else. It’s tough 
to make those decisions. If we dip into 
the fund to pay for someone’s B&B for 
a couple of nights, it could mean we 
don’t have anything available for the next 
person whose situation could be as bad 
or worse.’

SW4 noted that donations to the fund can be 
inconsistent: ‘We’re not exactly the priority; we’re 
not on people’s radar as much. People are giving to 
the medical services so we don’t often get what we 
need. It’s a limited pot’. 

SW6 said that what little financial support they had 
been able to offer in the past had been eroded 
over time with even their ability to provide food 
and parking vouchers having been revoked. 

A number of parents voiced support for the idea of 
greater assistance being made available through 
hospital staff. PG45, for example, said that hospital-
based grants should be increased as these were the 
most convenient form of help for parents to access. 

In response to a question asking respondents if they 
had received supports from hospitals or charities, 
just 30% said that they had (see Figure 4.1). 

Figure 4.1: Receipt of Financial Support from
        Charities or Hospitals

N = 255

No help received
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4.5 How Families Resource Costs 

Given that most parents have very limited access 
to funding specifically directed towards meeting 
the costs associated with their child’s hospital 
care, and how little of their financial needs this 
may cover, they are forced to find alternative 
ways of meeting these costs. Table 4.1 shows 
the responses to a question asking people what 
resources they used to do so. 

Figure 4.2: Extent to which Financial Support
        Covered Costs

N = 166

Support Provided by Charities

A number of parents whose child had been 
diagnosed with a serious illness spoke of how 
they had received some monetary support from 
charities; they commented on how helpful this 
had been and how much they appreciated the 
assistance received. PG38 recalled how the Irish 
Cancer Society had given them a grant of €1,000 
in the first year of their child’s treatment and €500 
in the second. Aoibheann’s Pink Tie was also 
mentioned by a number of parents as a source of 
financial support. 

PG39 wished to acknowledge the help given to 
them by the Irish Kidney Association who ‘sent 
us a cheque to help out with some expenses; 
it was a godsend at the time’. The Gavin Glynn 
Foundation, Heart Children Ireland, Cliona’s 
Foundation, and Jack & Jill Children’s Foundation 
were also cited as organisations which had 
provided funding for various expenses. However, it 
is clear that such supports, valuable and welcome 
as they are, cannot be seen as a regular source 
of income: they are instead a once-off or an 
occasional addition to the family’s resources.

Social workers also highlighted the value and 
importance of the work of charities in supporting 
families. SW3 commented that in their work they 
‘rely on charities like Cliona’s Foundation a lot’ 
to help get parents through periods of financial 
difficulty. 

Furthermore, social workers pointed out that in the 
case of children diagnosed with a serious but rare 
condition there may not be a charity specifically 
concerned with that condition and so parents 
may be unable to access any additional financial 
support. This was the case for PG2 who said:

‘I’ve seen other people getting help from 
charity; there are groups and services 
and all that sort of thing but if you have 
anything rare, you’re singing in the wind.’

It is important to note that financial support is 
only one dimension of the supports provided 
by charities. Many of the respondents who had 
not received financial help may have still have 
benefited in other ways from the work of charities. 
The representative of NGO3 noted: 

‘A lot of the time the support families 
need is someone to talk to who’s been 

through the same thing and who can 
understand. Knowledge is power; we 
help them get some control of the 
situation, we offer education workshops, 
and provide information on how they 
can access other supports.’

4.4 Adequacy of Financial Supports 

Survey respondents were asked to reflect on 
the extent to which the direct and indirect 
non-medical costs associated with their child’s 
hospital care were covered by the financial 
support they received. 

Just over one-half of all respondents replied to 
this question. Of these, 57% said that the support 
received helped cover ‘very little’ of the financial 
costs they experienced; a further 40% said the 
support helped cover ‘some’ of the costs.

Adequately covers all of our financial needs in relation to
the direct and indirect costs of having a child in hospital
Helps to cover some of our financial needs in relation to
the direct and indirect costs of having a child in hospital
Helps to cover very little of our financial needs in relation
to the direct and indirect cocts of having a child in hospital
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friends. PG5 said that, initially, they had been able 
to rely on savings but these had quickly run out, 
resulting in having to borrow from family. PG40 
said that without the help of friends and family ‘we 
would not have been able to get through’.

PG1 referred to the help received from their father: 

‘[He] gives us a lot of his pension to 
keep us going. It’s not like he’s got a 
huge amount of money but every bit 
he can spare he gives to us which he 
shouldn’t have to do. That couple of 
hundred quid in my hand every so often 
pays for the shopping.’

The comments of PG41 illustrated how important 
the help of family and friends can be in the early 
days following a diagnosis: ‘It was friends and 
family initially who helped – which is totally unfair 
on them’.

Some respondents reported that they had been 
helped by means of fundraising. PG42 described 
how friends undertook a fundraising initiative 
for them and that this had ‘greatly helped’ their 
financial situation: ‘[It] took the stress away and we 
could afford to keep a second car while I wasn’t 
working. My husband needed the main car for 
work. The second car was our hospital car’. 

Other ways of financing costs were also 
mentioned: one person said they were planning 
to downsize their home ‘to reduce financial stress’ 
and another said they had to borrow money from 
a source they described as a loan shark during a 
period of dire need.  

4.6 Summary 

Despite the fact that hospital care for a child may 
give rise to significant non-medical financial costs 
(as shown in Chapter Three), supports to assist 
parents in this situation are very limited. 

There is no statutory scheme specifically designed 
to help with the additional, non-medical, financial 
costs parents may face at this time. The one 
element of the social protection system that might 
potentially be a source of help is the provision 
for an Exceptional Needs Payment under the 
Supplementary Welfare Allowance Scheme; 
this is a discretionary payment and it is means 

Chapter 4: Meeting Non-Medical Costs of Hospital Care

Table 4.1: Ways in which Families Addressed Costs*

N = 253

How Costs Were Met Count %

Used general savings 180 71

Borrowed money from family/friends 123 49

Used an overdraft or credit card 89 35

Borrowed money from bank/credit 
union 66 26

Fundraising 32 13

Used retirement savings 15 6

Re-mortgaged house/borrowed 
money against the value of property 
(e.g. home equity loan)

2 0.8

Other 10 4

The most frequently mentioned way of resourcing 
expenses was to use the family’s savings, 
including, in a small number of cases, retirement 
savings. PG7 said that they had used savings 
in the early stages of their child’s illness but 
commented: ‘Any cost, no matter how small, starts 
to add up when you’re living off savings’. 

PG1 said that, initially, ‘[We] were able to budget 
and we had some savings. We thought this was 
our rainy day when we knew our child was going 
to have these issues so we used our rainy day 
savings’. However, after these savings had been 
spent another medical complication meant not 
only that their child’s hospitalisation was much 
more prolonged than originally anticipated but 
that this parent was unable to return to work.

PG7 said they felt lucky to have had some savings 
to keep them going, but they were conscious 
many others were less fortunate in this regard and 
commented: ‘There are a huge amount of people 
who for a variety of reasons have no savings; they 
can’t take a financial shock like a cancer diagnosis.’

The second most frequently used means of 
meeting costs was to incur debt to a bank or 
other financial institution. A significant number of 
respondents said that they had run an overdraft 
or used credit cards to meet expenses and a 
somewhat smaller number said they had taken out 
a loan from a bank or credit union.  

Thirdly, a large percentage of respondents said 
they had borrowed money from family and/or 

* Respondents had the option of selecting more than
one reply to this question.
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tested. However, the payment did not feature as 
significant in the findings of this study. 

Not only is there no specific statutory provision 
to address non-medical hospital costs but some 
benefits provided under the social protection 
system – Domiciliary Care Allowance, Carer’s 
Benefit, and Carer’s Allowance – are suspended if 
a child remains in hospital for longer than thirteen 
weeks. Moreover, in cases where it becomes clear 
during an inpatient admission that a child will 
have long-term additional care needs, a parent 
cannot qualify for these payments until the child is 
discharged home – regardless of how long a time 
this may be.

In addition, respondents highlighted how issues 
such as a lack of information, complex application 
forms, and a requirement to provide very detailed 
supporting documentation may mean that 
parents experience significant difficulties in the 
application process for these payments. Such 
difficulties, encountered at a time when parents 
are already stressed, may lead not only to delays 
in establishing entitlement but to applicants 
abandoning their claim or deciding not to appeal 
the rejection of an application. The result is that 
parents who may be eligible for such payments 
find themselves without these supports as they 
deal with the additional costs arising from their 
child’s hospital care.

Hospitals and childhood illness charities 
sometimes provide assistance to parents to help 
with the costs associated with a child’s illness and 
hospital care. However, these forms of assistance 
are limited in scope; it is clear, for example, that 
social workers do not have available to them 
sufficient resources to respond as they would wish 
to the requests they receive. 

Overall, the great majority of survey respondents 
described the supports received as covering ‘very 
little’ or only ‘some’ of the additional costs they 
faced. 

In the absence of adequate supports, a majority of 
respondents said they had used savings to address 
such costs. In addition, the findings showed a high 
degree of reliance on borrowing: respondents 
reported borrowing from family and friends, taking 
out bank or credit union loans, and using bank 
overdraft and credit card facilities.
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Chapter Five
Summary and Conclusions

5.1 Purpose and Methodology 

This study set out to explore the non-medical 
financial costs associated with hospital care for 
a child in Ireland. It follows previous research 
on this topic published by Children in Hospital 
Ireland in 2004. 

The study consisted of two components. The first 
was a survey seeking quantitative and qualitative 
data for completion by parents or carers. It would 
not be possible for a voluntary organisation 
such as Children in Hospital Ireland to obtain a 
representative sample of all parents with a child 
receiving hospital care, whether as an inpatient 
or outpatient. Instead, an open invitation to 
participate was issued, with the only criterion for 
inclusion being that the respondent was the parent 
or carer of a child who had received hospital care 
within the previous eighteen months. The aim 
was to obtain information that would provide an 
indicative picture of the financial impact of the 
non-medical costs that may arise when a child is 
receiving hospital care.

There were 318 respondents to this survey, almost 
all of whom replied by using an online version of 
the survey questionnaire.

The second element of the study was qualitative 
only and consisted of one-to-one semi-structured 
interviews with twenty-three respondents: ten 
parents, seven staff members of childhood illness 
organisations, and six hospital social workers. 

Data collection for the study was carried out 
between August and November 2019.

5.2 Summary of Findings

The study’s findings provide compelling evidence 
of the significance of the non-medical financial 
costs associated with hospital care for a child. 
They reveal that a wide range of additional costs 
may arise for parents. These include the more 
obvious expenses, such as travel to and from the 
hospital, parking charges, the cost of food during 

visits to the hospital, the cost of accommodation 
while a parent or carer remains with the child 
who is receiving inpatient care, and the cost of 
childcare for children at home.

They also include less immediately obvious but 
still significant costs – for example, laundering 
the clothing of the child in hospital and of 
purchasing new clothing for the child; buying gifts 
and tokens for family and friends in appreciation 
of the practical help, such as childcare, which 
they provide; buying gifts and treats for both 
the hospitalised child and children at home to 
provide them with some comfort and recreation 
during the stressful time that hospitalisation 
represents for all the family. In addition, a number 
of parents drew attention to the significant cost of 
accessing mental health support for themselves 
and/or their partner, the need for which had 
arisen from the stress and anxiety associated with 
their child’s illness and need for hospital care. 
Some respondents indicated that although they 
or other family members needed the support of 
mental health services they were not in a position 
to access them, being unable to afford private 
services and facing such prolonged waiting lists 
for public services that these were, in effect, 
unavailable to them. 

For many parents, the task of meeting the 
additional costs associated with a child’s hospital 
treatment is made all the more difficult because 
they may at the same time be suffering a loss in 
income, due to reduced opportunities to engage 
in paid employment. This was clearly evident 
in the findings of this study: a large majority of 
respondents reported that they had experienced 
a loss of income, and a majority (though a smaller 
one) said their partner also had lost income. Some 
respondents reported giving up paid employment 
entirely as a result of their child’s illness; others 
reported moving from full-time to part-time work; 
moving to a position that offered greater flexibility 
but at lower pay; missing out on overtime and on-
target bonus payments; foregoing opportunities 
for promotion and for education and training; 
being unable to avail of self-employment 
opportunities and to grow a business. 
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The cumulative effect of additional expenses and 
loss of income revealed in the study unsurprisingly 
meant that the majority of respondents described 
the non-medical costs associated with their child’s 
hospital care as having had a ‘strong’ or ‘extreme’ 
negative effect on their overall financial well-
being; likewise, the majority said they worried 
about their finances ‘very often’ or ‘fairly often’.

This study’s findings also showed clearly how few 
and limited are the supports potentially available 
to parents to help them meet the non-medical 
costs which they face. 

There is no statutory payment specifically 
designed to assist parents meet such costs. 
Moreover, social protection payments designed 
to support parents of children who have long-
term additional care needs – namely, Domiciliary 
Care Allowance, Carer’s Benefit and Carer’s 
Allowance – are suspended if a child is in hospital 
for longer than thirteen weeks. In addition, study 
respondents highlighted significant obstacles to 
obtaining such payments: a lack of information 
may mean that parents are not aware they are 
potentially eligible and so there may be a delay 
in their applying; for others, the complexity of the 
process of establishing eligibility may mean they 
do not continue with their application or decide 
not to appeal if the initial application is turned 
down. The result is that some parents who are 
potentially eligible for these payments are not 
receiving them, and thus they face the additional 
costs associated with their child’s hospital care 
without these income supports. 

Both hospital social work departments and 
voluntary organisations may provide once-off or 
occasional help to parents in certain circumstances 
but this assistance, valuable and welcome as it is, 
cannot be considered a substitute for the more 
substantial and regular support many parents need.

5.3 Key Issues Emerging

There are a number of issues emerging from this 
study that merit particular consideration:

• To a significant degree, the additional costs 
and reduced incomes reported by study 
participants arise from the fact that parents 
generally remain with or close by their child 

who is receiving hospital care – reflecting 
not just the child’s need for their parent(s) 
to be with them, but parents’ desire to 
be with their child and to care for them 
when they are receiving treatment as well 
as the hospital’s expectation that they will 
do so. Despite the fact that this has been 
established practice for many years now, it 
is apparent that the hospital system is not 
yet structured in ways that would ensure 
that all parents can have ready access 
to appropriate accommodation and can 
maintain a healthy diet while they remain 
with their child.

• It is clear that even though the social 
protection system includes schemes to 
support parents of children who have long-
term additional care needs, it does not 
make any specific provision to recognise 
and respond to the substantial non-medical 
financial costs, in terms of both extra 
expenditure and lost income, which may 
be faced by parents of children receiving 
hospital care.

• Parents and social workers who participated 
in the study pointed out that if a child’s 
illness requires hospital inpatient care 
for any length of time their family is, in 
effect, living in two places. This means 
that the additional expenses, including 
accommodation for parents, associated 
with a child’s stay in hospital have to be met 
even as parents continue to meet the rent 
or mortgage payments on their home, as 
well as all the routine household expenses.

• Both social workers and parents drew 
attention to the fact that significant 
additional costs may be incurred by families 
in the immediate aftermath of a child 
being admitted to hospital, especially if the 
admission is unexpected. This means that 
parents can find themselves having to deal 
with a range of extra costs at a point where 
they may be particularly ill-prepared both 
emotionally and financially to do so.

• The findings of the study highlight the 
importance of the support provided by 
the partner of the parent who is staying 
much, or most, of the time with their child 
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who is receiving hospital treatment. They 
reveal also the significant role played 
by extended family, and by friends and 
neighbours, in assisting parents in this 
situation. Respondents referred to the 
value of both the emotional support and 
the practical help provided by partners, 
other family members and friends. This 
was particularly evident in the findings in 
relation to childcare for the siblings of the 
child in hospital, where the assistance of 
immediate and extended family, as well 
as of friends and neighbours, could mean 
that parents did not have to incur the cost 
of professional childcare services.  What 
was also striking was the extent to which 
respondents who had found it necessary to 
borrow money to meet the extra costs they 
were facing turned to family and friends as 
sources of help. These findings indirectly 
draw attention to the particular challenges 
that may face those who are parenting 
alone – especially given the reality that 
lone-parent families are more likely to be 
living on low incomes – and by those who 
do not have a strong network of support.

• It is clear that, for many families, the non-
medical costs associated with a child’s 
hospital care may have long-term financial 
consequences. This is evident in the first 
place in the fact that the limitations on 

parents’ participation in employment 
while their child is receiving hospital care, 
referred to above, may lead to reduced 
earnings well into the future. Secondly, 
the extent to which respondents had to 
rely on borrowing, whether from financial 
institutions or from family and friends, to 
meet these costs will mean that repayment 
of loans will be an on-going financial 
burden for many. 

• The quotations and paraphrased comments 
– whether from parents, social workers or 
NGO representatives – included in this 
report highlight a key dimension of the 
issue of the non-medical financial costs 
facing parents of children receiving hospital 
services. This is that such additional and 
unavoidable costs accrue in a situation that 
is inherently difficult for parents. They are 
faced with meeting these costs when they 
are already dealing with the emotional 
stress and anxiety associated with their 
child’s illness, the physical challenge of 
spending long periods with their child in 
hospital, and the task of ensuring the care 
and well-being of their other children.

Chapter 5: Summary and Conclusions
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Chapter Six
Recommendations

6.1 Introduction 

The experiences and perspectives of participants 
in this study – parents, social workers and 
representatives of childhood illness charities – 
clearly show the range of additional expenditures, 
the reduction in income, and overall negative 
impact on families’ financial situation which can be 
associated with a child receiving hospital care. 

This chapter sets out a number of proposals to 
assist families in this situation. It recommends, 
on the one hand, reform and innovation in the 
social protection system so that it better supports 
families facing costs associated with their child’s 
hospital care and, on the other, measures to 
reduce or eliminate some of the costs described.

The proposals outlined are derived from the 
findings of the study but have also been framed 
in light of the principles and standards set out in a 
number of international and national documents 
which should guide policy development in this 
aspect of the healthcare system. 

6.2 Guiding Principles and Standards

6.2.1 –  International Sources

A key source for the principles which should 
inform policy to address the non-medical costs of 
hospital care for a child is the UN Convention on 
the Rights of the Child (United Nations, 1989). 
Ireland ratified this human right treaty in 1992 
and in so doing made a binding commitment 
to implement the provisions of the Convention 
through the State’s laws, policies and practices.  

The Convention recognises the child’s right 
to ‘the highest attainable standard of health 
and to facilities for the treatment of illness and 
rehabilitation of health’ (Article 24.1). It provides 
that in all actions concerning children, whether by 
public or private institutions, ‘the best interests of 
the child shall be a primary consideration’ (Article 
3). Furthermore, it acknowledges the child’s right 
to be with, and to receive the care of, his or her 

parents, who are recognised as the child’s primary 
caregivers (Article 9 and Article 18) and it requires 
states that have ratified the Convention to provide 
supports and services to assist parents in fulfilling 
their duties towards their children (Article 18). 

The proposals in this chapter are also framed in 
light of the provisions of the Council of Europe 
Guidelines on Child-friendly Health Care, which 
were endorsed by the Council’s member states, 
including Ireland, in 2011 (Council of Europe, 
2011). The Guidelines aim to show how the 
provisions of the Convention on the Rights of the 
Child and other relevant international standards 
may be expressed in national systems for the 
promotion of children’s health and the delivery of 
healthcare services for children. The Guidelines 
make clear that ‘child-friendly’ healthcare has 
to mean ‘family-friendly’ care (par. 21). The 
principle of child-friendly and family-friendly 
care runs through the Guidelines, being implicit 
in statements such as: ‘Where care needs to be 
delivered in hospital, the environment should be 
adapted to meet the needs of the child’ (par. 50), 
and ‘Feeling safe, secure and comfortable should 
be part of the child’s therapeutic process’ (par. 54).  

A further source informing the proposals in this 
chapter is the EACH Charter, drawn up by the 
European Association for Children in Hospital 
(EACH), of which Children in Hospital Ireland is a 
member. The Charter was originally published in 
1988, and annotations to spell out the implications 
of its ten articles were added in 2006 (European 
Association for Children in Hospital, 2006). 

The EACH Charter strongly emphasises the role of 
parents in the care of their sick child and the right 
of the child to have the presence and support of 
their parents while receiving hospital treatment. 
Article 2 of the Charter provides: ‘Children in 
hospital shall have the right to have their parents 
or parent substitute with them at all times’. Article 
3 states: ‘Accommodation should be offered 
to all parents and they should be helped and 
encouraged to stay’. To enable this, the Charter 
says that hospitals must ensure sufficient and 
suitable accommodation is available onsite and 
should offer whatever other supports and services 
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are necessary to facilitate a parent’s stay. This 
should include a bed in the child’s room as well as 
sitting, eating, bathroom and storage facilities.  

Furthermore, in Article 3.2 the Charter states that 
parents should not incur additional costs or suffer 
loss of income as a result of staying with their child 
and performing necessary care duties. This means 
that ‘they should be entitled to free overnight 
stay and free or subsidised food’. Additionally, 
financial support should be provided for parents 
who cannot attend work or fulfil domestic 
responsibilities because their child is receiving 
hospital care. 

6.2.1 – Domestic Sources

The Constitution of Ireland recognises the 
rights of the family ‘as the natural primary and 
fundamental unit group of society’ (Article 41.1.1˚). 
The Constitution also explicitly recognises the 
‘natural and imprescriptible rights’ of children 
(Article 42A.1) and the primary role of parents in 
safeguarding the welfare of their children (Article 
42.1). This role takes on particular significance 
when a child is receiving hospital treatment: 
having the presence and care of their parent is 
˚time. The corollary is that parents should have 
access to appropriate facilities and supports to 
assist them in providing this care.

The National Healthcare Charter for Children 
(Health Service Executive, 2017) acknowledges the 
key role which parents and family play in the life of 
the child, defined as every person under the age 
of eighteen years. In regard to children availing 
of healthcare services, the Charter states: ‘Every 
child has the right to have their parents with them 
at all times’ and this includes ‘all situations where 
they need or possibly might need their parents’. 
The practical and financial issues associated with 
parents remaining with their children ‘at all times’ 
are not, however, addressed in the Charter. 

Currently, the development of policy and services 
in relation to children in Ireland is guided by an 
overarching national policy framework, Better 
Outcomes, Brighter Futures: The National Policy 
Framework for Children and Young People 2014–
2020 (Department of Children and Youth Affairs, 
2014). This framework and First 5, the strategy 
for early childhood subsequently developed 
(Government of Ireland, 2018), have as central 

themes the role of parents as the primary carers 
of the child, and the role of the State in providing 
services to enable and support parents in caring 
for their children. However, the specific issue of 
the non-medical costs that arise for parents when 
their child is receiving hospital care, and how the 
State might assist with these, is not alluded to in 
either of these documents.

6.3 Recommendations 

6.3.1 – New Payment in Respect of  
   Non-Medical Financial Costs 

Introduce a new payment to assist with the costs 
associated with prolonged and/or repeated 
admissions to hospital

The findings of this study show that the non-
medical financial costs incurred by parents when 
their child is receiving hospital care can rapidly 
mount up to substantial sums. Some parents 
reported spending up to an extra €150 in a day 
during their child’s hospitalisation. The additional 
costs incurred by parents include transport to the 
hospital, accommodation and meals for parents, 
childcare for other children, laundry and clothing for 
the child in hospital. At the same time, parents may 
experience a fall in income as a result of reduced 
opportunities to engage in paid employment.

It is the parents of children who have prolonged 
hospital stays and/or repeated admissions who are 
most likely to be severely impacted by additional 
costs and reductions in income. No element of 
the current social protection system specifically 
addresses the situation such parents face.

Therefore, there is a need for a new social welfare 
payment designed specifically to assist parents 
whose children spend a prolonged period in 
hospital and/or who have multiple admissions 
to hospital. The payment would be recognition 
of the increased expenses and the decreased 
earning power experienced by the parents of 
such children and the cumulative impact these 
costs have on the financial well-being of families. 
The public expenditure required to provide such 
a payment would be modest: in any year, only a 
small minority of the total number of children who 
receive hospital care spend substantial lengths of 
time in hospital and/or have repeated admissions.

Chapter 6: Recommendations
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6.3.2 – Social Welfare Reforms 

Remove restrictions on receiving certain social 
welfare payments while a child is in hospital 

Some parents of hospitalised children will have 
been receiving the Domiciliary Care Allowance 
and Carer’s Benefit or Carer’s Allowance prior to 
their child’s admission to hospital. Such payments 
are recognition of the fact that a child has long-
term additional care needs and that a parent 
is providing care on a full-time basis. However, 
entitlement to these payments is suspended if a 
child is an inpatient in a hospital for longer than 
thirteen weeks.

This means that although parents are continuing 
to provide day-to-day care for their child while 
they are in hospital, and are also facing the 
additional costs associated with their child’s 
hospitalisation, an important source of family 
income is removed. 

There should be no interruption in these 
payments where a child is in hospital for more 
than three months.

Extend entitlement to Domiciliary Care Allowance 
to those aged sixteen and seventeen 

Domiciliary Care Allowance is available only until 
a child with additional care needs reaches the 
age of sixteen.  

In recent decades, Ireland’s domestic legislation 
and key policy documents concerning children’s 
issues (including the National Healthcare 
Charter for Children) have acknowledged that 
childhood continues until eighteen – reflecting 
the State’s obligations following ratification of 
the UN Convention on the Rights of the Child 
which defines a child as a person aged up to and 
including the age of seventeen years.

In 2012, a Review Group recommended that 
the Domiciliary Care Allowance should be 
payable until the child reached the age of 
eighteen, stating that ‘this would be a positive 
development for children and their families alike’ 
(Domiciliary Care Allowance Review Group, 2012, 
p. 62).  It is now time to move to implement this 
recommendation.

6.3.3 – Parking and Travel Expenses

Remove car parking charges for parents and 
carers of children receiving hospital care

The great majority (90%) of respondents to the 
survey conducted as part of this study indicated 
they travelled to the hospital by family car; 
they were therefore subject to parking fees, an 
expense many felt was particularly unjustified. 
Respondents attending more than one hospital 
for their child’s illness expressed additional 
frustration at the differences between hospitals 
in the level of charges imposed and the lack of 
consistency in providing reduced daily, weekly, 
and monthly rates. 

This study’s findings on the impact of car parking 
costs echoed those of a survey carried out by the 
Irish Cancer Society in 2018 as part of a campaign 
on the issue. The Irish Cancer Society study 
concluded that providing free car parking would 
represent a real and immediate financial benefit to 
cancer patients and their families.    

There is a clear case for removing car parking 
charges as a direct and straightforward way of 
reducing the costs faced by parents of children 
receiving hospital care. 

Explore options to assist with travel costs

Even with the removal of parking charges, parents 
would still face significant travel costs, especially in 
the case of those coming long distances or making 
frequent visits to a hospital. There is a need to 
explore how these costs could be alleviated. 

One option would be a statutory scheme to 
specifically address these costs. In Northern 
Ireland, the NHS operates the Hospital Travel 
Costs Scheme (HTCS) which offers reimbursement 
of travel expenses. This includes travel costs 
arising from referrals to hospitals in the Republic of 
Ireland.

Another option would be to explore how the 
State could facilitate and support volunteer 
driver services provided by NGOs (such as that 
provided by the Saoirse Foundation through its 
‘BUMBLEance’, children’s ambulance service). Such 
services can both reduce costs of travel to hospital 
and lessen the stress involved in getting there – for 
example, through avoiding parking problems.
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6.3.4 – Accommodation Costs 

Ensure adequate provision of parents’ 
accommodation and make this available free of 
charge 

It has become the norm that parents will remain 
with or close by their child who is in hospital – 
reflecting not just the wish of parents but the 
expectation of hospitals. This study’s findings 
show, however, that the majority of parents either 
incur costs in remaining nearby their child, or 
avoid these costs only if they stay in their child’s 
ward or room (sleeping on a chair, a pull-out 
bed or a mattress or mat on the floor). Parent 
accommodation provided by the hospitals and 
by some voluntary bodies involves a charge and 
although this is much lower than commercial rates 
it still represents a significant outlay over any 
length of time. 

A welcome feature of the new Children’s Hospital 
is that it will have 380 individual, en-suite inpatient 
rooms, all with a bed for a parent.  However, in the 
case of the other hospitals around the country the 
question of accommodation for parents will remain 
unresolved by the opening of the new hospital.

There should be analysis of the level of need for 
such accommodation at different hospitals and 
an exploration of the most appropriate ways of 
meeting this need in local situations. In so doing, 
the principles set out in the EACH Charter have 
to be considered as setting the standard to be 
met – both in terms of enabling parents to be near 
their child and in terms of not imposing a financial 
burden on parents.

6.3.5 – Food Costs

Ensure that parents have access to food that is 
nutritious and affordable  

The need for parents to remain constantly with 
their child in hospital means that they must have 
most, if not all, of their meals away from home. 
The findings of the study show that this can 
result in very considerable expenditure on food. 
The findings also show that many parents have 
difficulty in accessing food: examples were given 
of situations where parents faced great difficulty in 
securing adequate and nutritious food during the 
time they stayed with their child in hospital, and 
even of instances of parents becoming unwell as a 
result of being unable to do so. 

Many hospitals provide families with meal 
vouchers for the hospital’s canteen. However, this 
appears to happen in a somewhat ad hoc manner 
and vouchers cannot be relied upon by parents 
to help meet food costs on a regular basis. The 
provision of meal vouchers should therefore be 
formalised and extended. This would enable 
parents to plan on the basis of being able to 
receive free or heavily subsidised meals onsite. 

Along with reducing or eliminating the cost of 
food, it is also necessary to address the problems 
created by the limited number of hours which 
hospital canteens are open. There is a clear need 
for opening hours of canteens to be extended. 
In addition, there is need for hospitals to provide 
adequate food storage and preparation facilities 
so that parents have the option of buying food at 
a supermarket and cooking or reheating it.

While improvements in supports towards meeting 
food costs would be of benefit to most families, 
the difficulties faced by those with a child in an 
isolation room merit particular consideration. 
Parents or carers of such children may not have 
access to hospital canteens or even to the limited 
food storage and preparation facilities provided 
for parents in hospitals. At a minimum, they should 
be catered for within the catering provisions for 
patients of the hospital.

6.3.6 – Access to Information

Address the issues which serve to exclude some 
parents from social welfare payments

This study found that some parents experienced 
difficulty in accessing information they needed 
to address income-related and other issues that 
arose in the context of their child’s illness and 
need for hospital care. Respondents highlighted in 
particular difficulties in gaining information about 
social welfare payments such as Domiciliary Care 
Allowance, Carer’s Benefit and Carer’s Allowance. 
In some instances, a lack of awareness of these 
payments resulted in delays in submitting an 
application, with the consequence that parents 
missed out on the payment during a time when 
they were in fact eligible. In other instances, 
the complexity of the application forms and 
the requirement to supply detailed supporting 
information led to parents, who were already 
stressed because of their child’s illness, simply 
abandoning their application or deciding not 
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to appeal a negative decision. Such delays and 
complexities in the application process may mean 
that parents are dealing with hospital-related costs 
without the support of social welfare payments to 
which they are in fact entitled.  

It is recommended that the HSE and individual 
hospitals should ensure that information is readily 
available to parents and carers of children using 
hospital services. One means to facilitate this 
would be an information portal or hub to which 
parents could be referred at an early stage in their 
child’s hospital care.

6.3.7 – Emergency Support

Ensure parents of children in hospital have timely 
access to emergency support

Respondents in this study identified the need to 
ensure that parents requiring emergency support, 
especially in the period immediately following the 
child’s admission to hospital, were able to receive 
that support. Many parents highlighted the value 
of support they had received from social work 
departments in hospitals, but it was apparent 
that resources available to these services are not 
adequate to meet the level of need and so their 
ability to assist in these emergency situations may 
be limited. 

Furthermore, the one element of the social 
protection system that might in theory seem 
to be an appropriate option for emergency 
support, an Exceptional Needs Payment under 
the Supplementary Welfare Allowance scheme, 
did not feature in this study as a source to 
which parents turned. This may reflect a lack of 
awareness of the existence of the scheme or it 
may indicate that respondents knew about it but 
considered that the means test involved would 
debar them from qualifying. 

Ensuring that there is adequate response to 
emergency needs should be a priority, not just 
to alleviate hardship and stress but to help 
ensure that financial difficulties do not build up 
to become on-going and long-term issues for 
families. Hospital social work departments should 
be better resourced to enable social work staff 
respond to more requests for emergency support. 
Furthermore, there is need to examine if and how 
the system for Exceptional Needs Payments could 
meet the requirement for emergency financial 
support for parents and if this system is not suitable 
to identify alternative options. 

6.3.8 – Psychosocial Support

Make better provision for counselling and 
psychosocial support for parents 

Parents and those working with parents who 
participated in this study emphasised the 
importance of readily accessible and affordable 
psychosocial support for parents of seriously ill 
children. However, a number of parents indicated 
they had been unable to obtain the mental health 
support they needed because public services 
were inaccessible due to long waiting lists or 
geographical distance and because they could not 
afford private services.  

Ideally, psychosocial supports, including 
counselling services, should be made available 
to parents while their child is receiving hospital 
care. On discharge, there should also be a system 
of referral to a community-based, specialist 
support service. Clearly, there is need for new and 
additional investment so that both hospital-based 
and community-based services can be developed 
to a level that will match need.
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Introduction 

Thank you for taking the time to complete this Children in Hospital Ireland survey. This research aims 
to uncover the non-medical costs associated with having a child in hospital and to assess the 
financial supports available to families. 

We hope that by researching these costs we will be able to make recommendations on how to 
better alleviate the financial burden currently placed on families with children in/attending hospital. 

This paper version of the survey is designed to be suitable for a wide range of participants. As such, 
certain questions may not apply to you. Please try your best to answer the relevant questions but 
feel free to skip anything you do not think applies to you and your family.  

If you would like to take the online version of the survey instead, please visit: 

https://financialimpact.questionpro.com 

Before you decide if you would like to take part, we would like to provide you with information on 
why this research is being done and what it will involve for you. 

Who Are We? 

Children in Hospital Ireland is an independent charity, established in 1970, committed to promoting 
and ensuring the welfare of all children in hospital and their families. Learn more at 
www.childreninhospital.ie  

Purpose of Research 

The purpose of this research is to uncover the non-medical costs associated with having a child in 
hospital and to assess the financial supports available to families. In order to do so, this survey will 
ask about out of pocket expenses including travel costs, meals, overnight stays, care of your other 
family members, and whether any income has been lost.  It also asks about which sources of 
financial support, if any, your family receives.   

The objective of the research is to make recommendations on how to better alleviate the financial 
burden currently placed on families. 

Who Should take this Survey? 

This survey is aimed at parents/carers of children who have had frequent or a prolonged stay in 
hospital in the past 18 months. 

Your Participation 

Your participation in this project is completely voluntary. If you do not wish to take part, you are not 
required to. However, if you decide to take part and later change your mind, we will be unable to 
delete your responses, once submitted, because they will be strictly anonymous. In other words, we 
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will be unable to tell which survey is yours and, therefore, be unable to identify and remove your 
data from the project. 

There are no direct risks associated with taking part in the study. However, sometimes thinking 
about the sort of issues raised in this survey can create uncomfortable or distressing feelings. If you 
need to talk to someone following this survey, please use the contact information provided or the 
resource links / free phone helpline numbers at the end of the survey. 

Data Protection  

The GDPR (General Data Protection Regulation) places direct data processing obligations on 
businesses and organisations at an EU-wide level. According to the GDPR, an organisation can only 
process personal data under certain conditions 

In line with Children in Hospital Ireland’s obligation under data protection law, the collection and 
processing of personal data from this survey is based on explicit consent given by survey participants 
and we only seek data (including personal data) which is relevant and necessary for carrying out this 
piece of research.  We have taken all necessary measures to protect personal data disclosed and we 
guarantee that your identity will not be available to any of the research team, and any comments 
would not in any way be linked to you, or identified as yours.  

In line with GDPR requirements, we have carried out a risk assessment and concluded that we have 
appropriate measures in place to keep all data relating to this project safe and secure.  

A final report based on this survey will be available at www.childreninhospital.ie in late 2019. 

If you have any queries or concerns in relation to the protection of your data, you can contact the 
CHI Data Protection Officer at anna@childreninhospital.ie 

 

Please tick the box below to indicate your consent in participating in this study. 
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DIRECTIONS 

Please answer all questions which are relevant to you to the best to your ability.  

Please write legibly and please mark the answer you wish to select clearly with an X in the 
circle as pictured below. 

 

 

 

Q1 Has your child been treated as an inpatient (possibly including additional outpatient care) or only 
as an outpatient in hospital? 

o My child has been treated as an in-patient at a hospital in the last 18 months (possibly 
including additional outpatient treatments)  

o My child has been treated only as an out-patient at a hospital in the last 18 months  

o My child has attended hospital for a once-off visit (e.g. emergency room visit, consultant 
appointment) 

Q1a  Where did you hear about this survey? 

o In the hospital where my child receives treatment 

o From a support or patient group I’m part of  

o From a friend / word of mouth 

o Website, please specify: _____________________________ 

o Other 

Section 1 

The first section contains some general questions in relation to you and your family. It will help us 
understand how different families are financially impacted by having a child in hospital. 

Where in Ireland do you live? 
How would you classify the 

place you live? What age are you… 

o Dublin 

o Rest of Leinster 

o Munster 

o Connaught 

o Ulster 

 

o City  

o Town  

o Village  

o Rural area  

 

 

o 30 or younger  

o 31-44  

o 45-59  

o 60+  

X 
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Q2 How many children do you have? 

o 1 o 2 o 3 o 4 o 5 or more 

Q3 Are you also responsible for the care of any of the following? Select all that apply. 

o A parent/parents 

o A partner  

o A friend  

o Other, please specify:                                                                . 

o None of the above 

Q4 What is your relationship to your child in hospital?   
 

o Mother o Father o Grandparent o Legal guardian (e.g. 
foster parent) 

o Other 

Q5 What is your gender? 

o Female o Male o Non-binary o Other o Prefer not to say 

Q6 Are you… 

o Married/cohabiting/ domestic partnership o Single o Other (e.g. widowed/ 
separated 

Q7 Thinking about where you currently live, do you … 

o Own it outright 

o Own with mortgage / loan 

o Rent – private landlord 

o Rent – local authority  

o Stay with family 

o No fixed address  

o Other  

Q8 What is your nationality? 

o Irish o Other - EU o Other – Non EU 
 
Q9 How long have you lived in Ireland? 

o Under 1 year o 1-3 years o Over 3 years 
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Q10 What is your ethnicity  

o White – Irish  

o White – Irish Traveller  

o White – any other white background  

o Black/Black Irish  

o Asian/Asian Irish  

o Other, including mixed background  

Q11 What is your approximate annual household income?  

o Below €15,000 

o €15,000-€30,000  

o €31,000-€40,000  

o €41,000-€60,000  

o €61,000-€99,000  

o €100,000+  

o Prefer not to say  
 
Q12 Please indicate below what kind of health care cover you/your family has. Please select all that 
apply. 

o Private health insurance (e.g. VHI/Laya/Aviva/Irish Life) 

o Family medical card 

o GP visit card only 

o My child in hospital has a medical card 

o Long-term illness scheme 

o Public patient/No health cover  

o Other health cover, please specify: <inset box here> 

 

Section 2 –Child with illness 

In the next section, there are more specific questions about your child who has been treated at a 
hospital in Ireland. 

Q13 What age is your child who has required treatment in hospital? 

o Under 
12 
months 

o 12 -36 
months 

o 3 -8 
years 

o 9- 12 
years 

o 13-16 years o 17-18 years 
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Q14 How would you classify the illness your child is currently being treated for …  

o Heart disease 

o Cancer / leukaemia 

o Liver disease 

o Autoimmune disease 

o Infectious disease 

o Wound/Injury/Burn 

o Neurological 

o ENT  

o Mental Health  

o Sensory 

o Renal 

o Other / unsure – please specify:                                                                  

Q15 How long has your child been attending hospital in relation to this illness?   

o Under 18 months o 18 months – 3 years o Over 3 years 

Q16 How many hospital stays has your child had in the past 18 months?  

o 1 o 2 o 3 o 4 o 5 or more 

o My child attends hospital as an out-patient only (please skip to question 19) 

Q17 Thinking about their most recent stay in hospital, how many days or weeks did your child spend 
in hospital? 

o 1 night o 2 – 3 nights o 4 -6 nights 

o 1 week o 2 weeks o 3 weeks o 4 weeks o 5 weeks or 
more* 

*If your child’s most recent stay in hospital was over 5 weeks, please specify the number of weeks    .  

Q18 How long in total has your child spent in hospital in the last 18 months? Please indicate number 
of weeks below. 

___________________weeks 
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Q19 Please put an X in the circle next to the hospital where your child primarily receives treatment.  

o Our Lady’s Children’s Hospital, Crumlin  

o Temple Street University Hospital 

o Tallaght Children’s Hospital 

o National Rehabilitation Hospital, Dún Laoghaire 

o Our Lady of Lourdes Hospital, Drogheda 

o Sligo University Hospital 

o Mayo University Hospital, Castlebar 

o University Hospital Galway 

o University Hospital Limerick 

o Cork University Hospital 

o St. Luke’s Hospital, Kilkenny 

o Wexford Regional Hospital 

o Waterford University Hospital 

o Portiuncula University Hospital  

o University Hospital Kerry, Tralee  

o Midland Regional Hospital, Mullingar 

o The National Maternity Hospital, Holles St 

o The Rotunda Hospital, Dublin 

o The Coombe Women’s Hospital, Dublin 

o Other, please specify: ________________________________________ 

Q20 Please put an X in the circle next to any hospital where your child also receives treatment.  

o Our Lady’s Children’s Hospital, Crumlin  

o Temple Street University Hospital 

o Tallaght Children’s Hospital 

o National Rehabilitation Hospital, Dún Laoghaire <look at this>  

o Our Lady of Lourdes Hospital, Drogheda 

o Sligo University Hospital 

o Mayo University Hospital, Castlebar 

o University Hospital Galway 

o University Hospital Limerick 

o Cork University Hospital 

o St. Luke’s Hospital, Kilkenny 
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o Wexford Regional Hospital 

o Waterford University Hospital 

o Portiuncula University Hospital  

o University Hospital Kerry, Tralee  

o Midland Regional Hospital, Mullingar 

o The National Maternity Hospital, Holles St 

o The Rotunda Hospital, Dublin 

o The Coombe Women’s Hospital, Dublin 

o Other, please specify: ________________________________________ 
 
 
Section 3 – Travel, accommodation, meals away from home 

This section contains questions in relation to the travel, accommodation and meals away from 
home, and the related costs of each, required while your child is in hospital. 

Q21 Approximately how far in kilometres from your home is the primary hospital where your child 
receives treatment? 

____________________________________________________________________ 

Q22 Approximately how long in hours and minutes does it take you to get from your home to the 
hospital? 
______________________________________________________________________ 

 

 

Q23 How often do you have to travel to and from the hospital?  

o Once a 
week or less 

o A few times per 
week 

o Once per day o More than 
once per day 

 

Q24 How long on average do you stay when you are at the hospital? 

o Up to an 
hour 

o 1-3 hours o 4-7 hours o All day 

 
Q25 If you have a partner, how often does your partner travel to and from hospital? 

o Once a week 
or less 

o A few times 
per week 

o Once per 
day 

o More than 
once per day 

o N/A 

 
Q26 How long on average does your partner stay when they are at hospital? 
 
o Up to an 

hour 
o 1-3 hours o 4-7 hours o All day o N/A 
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Q27 How do you usually travel to the hospital? 

o Family car 

o Lift with friends/family 

o Public transport (e.g. bus / train) 

o Taxi 

o Ambulance/HSE Transport 

o Walk/cycle 

o Other – please specify 

Q28 Thinking about travel to and from the hospital, can you please indicate how much you spend on 
each form of transport on a typical day? Please fill in all that apply. 

o Public transport  € ____________________ 

o Taxi fare  €____________________ 

o Petrol   € ____________________ 

o Tolls   € ____________________ 

o Parking   € ____________________ 

o Other travel costs € ____________________ 
 
 

Q29 Have you or your partner (if applicable) stayed overnight away from home in order to remain 
with or close to your child in hospital?  

o Yes, I have stayed overnight  

o Yes, my partner has stayed overnight   

o Yes, both myself and my partner have stayed overnight   

o No, I/we have not stayed overnight away from home (Please skip to Q32) 
 

Q30 How many nights have you and/or your partner stayed overnight away from home over the last 
18 months? Please write N/A if not applicable. 

 Number of overnights 
Me  
My partner  
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Q31 Thinking about the nights you have spent away from home, please indicate (with an X) where 
you or your partner stayed and how much you spent on average per night. Please select all that 
apply. 

o In the hospital ward/room with my child €_______ 

o In the hospital’s parent room   €_______ 

o With friends/family    €_______ 

o At a hotel     €_______ 

o At a B&B/hostel     €_______ 

o At a rented accommodation/apartment (including Airbnb)   €_____  

o At a charity run property nearby (e.g. Ronald McDonald house / Hugh’s house)  €_____  

o Other, please specify  €__________   

o N/A. I / we did not spend any nights away from home. 
 

Q32 Thinking about the food/drink you buy when visiting or staying with your child in hospital, 
please put an X beside each of the items you typically buy and then estimate how much you would 
spend in a typical day on that item. Please select all that apply. 

o Breakfast  € 

o Lunch   € 

o Dinner   € 

o Tea/coffee  € 

o Snacks   € 

o Other, please specify: €                      

o None 

Section 4 – Childminding, indirect/other costs incurred 

In this section, there will be questions in relation to childminding and other costs you may have 
incurred as a result of your child being in hospital. 

Q35 As a result of having a child in hospital, do you require any extra childminding for your children 
who are at home? Please select all that apply.  
o Extra day 

care e.g. 
after-
school/creche 

o Daytime 
babysitter 

o Evening 
babysitter 

o Overnight 
babysitter 

o Other, 
please 
specify: 

o None 
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Q36 Who typically covers the extra child care duties needed for your children at home when you are 
at hospital? For each you select please mark with an X and indicate how much, if anything, it costs 
on average per day. 

o Other parent/partner €  

o Relative or older child  € 

o Friend/neighbour  € 

o Childminder/babysitter € 

o After-school/crèche  € 

o Other    € 

o N/A 
 
Q37 If you have other care duties (e.g. parent/relative), what, if anything, is the cost incurred to 
cover these care duties as a result of your child being in hospital? Please estimate the average cost 
per day when this cover is required. 

€ 
 
Q38 Thinking now about other costs which you may incur because your child is in hospital, please 
indicate which of the following, if any, you spend money on. Please select all that apply. For those 
selected, please estimate the cost per week. 

o Gifts for family/friends who help out   € 

o Toys or treats for your child in hospital    € 

o Toys or treats for other children at home  € 

o Special outings for your child in hospital  €  

o Special outings for your children at home   € 

o Extra house-keeping costs (e.g. hiring a cleaner) € 

o Higher food costs (e.g. more take-away, more expensive convenience/ready-made foods)  € 

o Extra clothing (e.g. underwear/pyjamas) for your child in hospital € 

o Laundry costs  € 

o Additional mobile phone costs (e.g. calls/texts) € 
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Q39 As a result of having a child/sibling in hospital, have you, your partner or your children not in 
hospital required any medical or professional services? Please put an X beside any of the below 
services that you, your partner or any of your children at home have accessed.  
  

Services  Me My partner Children at home 
Physiotherapy     
Occupational Therapy        
Visits to the GP        
Counselling/mental health support        

Other, please specify:  
 

      

None/NA         
  
Q40 If you or any other members of your family have not sought counselling/mental health services 
as a result of your child being in hospital, can you please indicate the reason below that most 
accurately reflects why.  

o We haven’t had any need for these services.  

o We receive enough support from our family/community. 

o The hospital provides enough of these services informally. 

o We have not been able to afford these services, although we may have wanted them.  

o Lengthy waiting times have prevented me from receiving these services.  

o We have not been able to find/secure services in close proximity to the hospital.  

o We have not been able to find/secure services in close proximity to our home.  

o Other, please specify:  
 

Section 5 – Loss of Earnings  
We want to try to better understand the loss of earnings that families can experience while their 
child is in hospital. The following questions relate to you/your partner’s employment and any loss of 
earnings you may have incurred as a result of your child being in hospital.  
 
Q41 Please indicate your current working status below (select one).  

 

o Looking after the 
home/family/dependents full-time 

o On Carer’s Leave 

o Full-time employee 

o Part-time employee 

o Self-employed full-time 

o Self-employed part-time 
 

o Looking for paid work/unemployed 

o I am unable to work due to sickness or 
disability 

o Full-time education 

o Part-time education 

o Retired 
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Q42 Has having a child in hospital impacted your job/career in any way? Please select all that apply.  

Q43 Now please think about which, if any, loss of earnings you or your partner have incurred while 
your child has been in hospital. Please put an X next to all that apply for you and your partner, if 
applicable. 

 

 Me My partner 
No loss of earnings   

Reduction in regular income  
(e.g. fulltime to part time) 

  

Loss of overtime   

Loss of self-employed earnings   

Loss of bonus or on-target-earnings   

Change from salary to hourly/daily rate   

Other   
 

Q44 Could you please estimate the loss in earnings per week you and your partner (if applicable) 
have experienced since your child has been in hospital? (For example if you earned €500 per week 
and now only earn €200 per week, please record a loss of €300 per week). 

Amount I have lost per week  € 

Amount my partner has lost per week € 

 

 

 

 

o I have given up work to look after my 
child in hospital 

o I have reduced my working hours  

o I took a temporary leave of absence 
from my job 

o I have missed out on promotions, raise, 
or other opportunities 

o I have used much/all of my annual 
leave  

o I have used much/all of the force 
majeure leave 
 

o I have taken a role with a lower wage 
or have missed out on promotion  

o I work the same hours but my job is 
negatively affected by caring (e.g. 
tiredness, lateness, stress) 

o Having a child in/attending hospital has 
had no impact on my capacity to work 

o I was not in paid employment prior to 
my child being in/attending hospital 

o Other, please specify:  
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Section 6 – Assistance toward costs/official financial help 

The final section of this survey relates to any assistance/official financial support you are aware of or 
have received to help alleviate the costs of your child being in hospital. 

Q45 We want to get a better sense of any official financial assistance that you/your family may 
qualify for because of your child’s medical condition/care needs that you are aware of and also 
those that you receive. Please put an X next to any of the below you have heard of (in the first 
column) and which you receive (in the second column). 

 Heard Of Receive 

Domiciliary Care Allowance   
Carer’s Benefit   

Carer’s Allowance   
Carer’s Support Grant   

Disability Allowance   
Long Term Illness Scheme   

Drugs Payment Scheme   

Mobility Allowance   
School Transport Service   

Treatment Abroad Scheme   
Cross Border Directive   

Household Benefits Package (Electricity/Gas 
Allowance) 

  

Household benefits Package (Free TV License)   

Supplementary Welfare Allowance   
Public Nurse Service (e.g. Home Care Attendant)   

Other, please specify:    

o I haven’t heard of nor does my family avail of any of the above. 

Q46 Have you heard of or does your household avail of any tax relief/credits due to your child’s 
medical /care needs? Please put an X next to any of the below you have heard of (in the first 
column) and which you receive (in the second column). 

 Heard Of Receive 
Incapacitated Child Tax Credit   

Tax relief on the cost of employing a home 
carer 

  

Home Carer Tax Credit   
Home Nursing Tax Credit   

Other, please specify:        
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Q47 Thinking about the financial assistance payments or tax reliefs you have received from the State 
(Department of Employment Affairs and Social Protection (DEASP, HSE, etc.) because of your child’s 
medical condition/care needs, how easy or difficult did you find the application process? 

 
 
 
 
 
 

Very Easy Quite Easy Neither 
particularly 

difficult or easy 

Quite 
Difficult 

Very Difficult 

Carer’s Benefit / 
Allowance / Support 
Grant /Domiciliary 
Care Allowance 

     

Government Support 
(e.g. payments / 
financial supports) 

     

Tax Relief/Credits      
Other      

 

Q48 If you have received any State financial assistance payments, looking at the answers below, 
which best describes how you feel it addresses your financial need. The financial assistance I/we 
have received ….  

o Adequately covers all of our financial needs in relation to the direct/indirect costs of 
having a child in hospital 

o Helps to cover some of our financial needs in relation to the direct/indirect costs of 
having a child in hospital 

o Helps to cover very little of our financial needs in relation to the direct/indirect costs 
of having a child in hospital 

o I/we have not received any State financial assistance. 

Q49 Do you receive any non-governmental financial supports (for example, directly from hospital 
staff or from a charity)? If you receive any of the below, please indicate where you receive it from. 

o No help received 

o Meal vouchers   From:  

o Parking vouchers  From: 

o Subsidised accommodation From: 

o Other, please specify:  
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Please use this space to provide greater detail on your experience of securing financial assistance. 

 

Q50 Have you had to do any of the following in order to help with the financial cost of having a child 
in hospital? Please select all that apply. 

o Borrow money from family/friends 

o Fundraise money 

o Borrow money from a bank/credit union 

o Incur debt (e.g. overdraft / credit cards) 

o Re-mortgage house / borrow money against the value of your property (e.g. home 
equity loan) 

o Use general savings 

o Use retirement savings  

Q51 Financial well-being is defined as 'the extent to which someone is able to meet all their current 
commitments and needs comfortably and has the financial resilience to maintain this in the future'.  
 
Do you feel your financial well-being has been negatively impacted by having a child in/attending 
hospital? Please indicate below how much, if at all, you feel your financial well-being has been 
negatively impacted. 

o No negative 
impact at all 

o Slight 
negative 
impact 

o Moderate 
negative 
impact 

o Strong 
negative 
impact 

o Extreme 
negative 
impact 

 

Q52 Please indicate how often you worry about money due to the expenses you are facing as a 
result of your child’s hospital treatment. 

o Never o Almost Never o Sometimes o Fairly Often o Very Often 
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Q53 Finally, in the space provided below, please outline any thoughts you may have on how families 
like yours could be better financially supported when they have a child in hospital. 

 

 

Many thanks for completing this survey. Your answers are important and will help us fight 
for better policies and supports families like yours. 

 

Please contact research@childreninhospital.ie should you have any questions or comments in 
relation to this survey.  

Please contact the organisations below if the content of this survey has raised any concerns for you. 

 
The Samaritans 
Tel: 1850 60 90 90 
Web: www.samaritans.org 
  

Citizens Information Services 
Tel: 1890 777121 
Web: www.citizensinformation.ie 
 
MABS – Money Advice & Budgeting Service 
Tel: 0761 07 2000Web: https://www.mabs.ie/en/ 
 
 
Family Carers Ireland  
Tel: 1800 240724 
Web: www.familycarers.ie 
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Social Worker Interview Guide 
Purpose of Social Worker Interviews

The purpose of these interviews is getting a professional perspective on the non-medical costs families face while they 
have a child in hospital and on the type of financial supports available to such families. The input of social workers is 
valuable as they will be able to provide an overview of what a number of different families are dealing with. As such they 
will be able to identify trends and common concerns.  

Ideally, social workers will also be able to reflect on any changes in the overall financial situation faced by families and in 
the nature of the supports available since the 2004 study. 

Additionally, it is hoped that social workers will be able to provide detailed suggestions on how support for families can 
be improved. 

Interviews will be conducted with at least one social worker from each hospital participating in the study. This should 
provide an initial idea of the differences in what families are experiencing based on the facility they attend. 

It is hoped that social worker interviews will be carried out prior to the finalisation of surveys so relevant questions can be 
added and irrelevant ones can be removed. 

These interviews will be recorded and quotations may be used in the final report. However, every effort will be made to 
ensure the anonymity of the participant. A separate consent form will be provided prior to the interview.

1. Introduction

a. Explain purpose and scope of project, briefly summarise findings of 2004 study.

b. General questions about participant’s role at hospital, how they help families, etc. 

2. 2004 vs 2019

a. Looking at the financial strain families are experiencing, has anything changed since 2004?

3. Examples of costs 

b. What are some of the expenses families here have to deal with? (Provide prompts if necessary to ensure all key 
areas are touched upon) 

c. Do particular types of families face a greater financial burden? (For example, do single parent households incur 
greater costs etc.)

4. Financial supports

a. What governmental financial supports do families you work with have access to? Have these changed at all 
since 2004? (Provide prompts to discuss DCA etc. specifically if needed)

b. What are some of the barriers they face in getting those supports? (information available, wait times, proofs 
they must provide, discretion/arbitrary nature of payments). 

c. Do you feel that current supports are sufficient in helping families cover non-medical costs?

d. What kind of unofficial supports are families here receiving? (Through charities, hospital vouchers, etc.) 

5. Loss of Income

a. In your experienced, how obligated do parents feel to spend most or all of their time at the hospital? 

b. To what extent is this obligation placed on them by the hospital? 

c. Given the time parents spend at the hospital, how realistic is it for most parents to keep working? 

d. Is loss of income as a result of time spent at the hospital an issue many families you deal with are experiencing? 

e. Do you know of families taking on debt as a result of having a child in hospital? 
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6. How to improve supports 

a. Do you think there is anything more the hospital could do to help families? 

b. How do you think government support schemes could be improved? 

7. Final thoughts

a. Do you have any other general thoughts on this topic? 

b. Is there anyone else you feel we should speak with or anything you think it would be helpful for us to read? 
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Interview on the Costs Involved in Having a Child in Hospital 

 

Dear Parent/Guardian,  

It goes without saying that having a child in hospital can be very expensive. To try and better 
understand this issue, Children in Hospital Ireland would like you to participate in a brief recorded 
interview.  

Children in Hospital Ireland is an independent charity that has been involved in the planning and 
development of services in children’s hospitals for four decades. CHI is increasingly consulted by 
staff in children’s units in hospitals throughout the country when renovation or redevelopment is 
taking place. Our achievements during the life of the organisation have added in no small measure to 
the humanisation of the care of the hospitalised child. CHI concerns have been widely recognised by 
the Department of Health and Children, medical personnel and other voluntary groups. This 
recognition has been reflected in the inclusion of a number of significant recommendations in the 
National Children’s Strategy and the National Health Strategy relating to the provision of health 
services to sick children. 

CHI provides a voice for all hospitalised children and their families and participates in and contributes 
to a wide range of local consultative and national forums. 

The interview will touch upon your out of pocket expenses including travel costs, meals, overnight 
stays, care of your other family members, and whether you have lost income.  It will also explore 
which sources of financial support, if any, you are receiving. You will also be given the opportunity to 
suggest ideas on how you feel you could be better supported by the State, the hospital, and any 
relevant charities.   

We would be very grateful if you could take the time to participate in a roughly 30-minute interview 
either in person or via video call.  

Your input is vital in completing this important research. It will give us a greater understanding of 
how the costs you face and the time you are spending at the hospital is affecting your family’s 
financial security.  

 

Best wishes,  

 

Andrew Daly 

Researcher 

Dublin 18 

research@childreninhospital.ie 
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Information for participants

Thank you for taking the time to take part in this interview. By sharing your experiences, you will help Children in 
Hospital Ireland advocate for greater support for sick or injured children and their families.

Before you decide if you would like to take part, we would like you to understand why the research is being done and 
what it would involve for you.

What is this research about?

The purpose of this research is to uncover the non-medical costs associated with having a child in hospital and assessing 
the financial supports available to families. In order to do so, this survey asks you about your out of pocket expenses 
including travel costs, meals, overnight stays, care of your other family members, and whether you have lost income. It 
also asks about which sources of financial support, if any, you are receiving.

We hope that by researching these costs we will be able to make recommendations on how to better alleviate the 
financial burden currently placed on families.

Who is conducting this research?

Children in Hospital Ireland is an independent charity, established in 1970, that seeks to highlight the rights and welfare 
of children in hospital, the specific challenges faced by children in hospital and their parents or carers, the right of the 
child in hospital to play, and the need for a more child-centred approach in the provision of healthcare services for 
children. CHI is recognised to have played an important role in influencing many positive changes that have occurred in 
hospital care for children in Ireland over recent decades.

CHI provides a voice for all hospitalised children and their families and participates in and contributes to a wide range of 
local consultative and national forums.

CHI also provides a volunteer-led play service in 14 hospitals across the country whereby volunteers facilitate play with 
children on a daily basis in wards, emergency departments, outpatient departments, and, where available, playrooms.

Why are we doing this research?

In 2004 Children in Hospital Ireland completed a study titled Sick Children, Money Worries. The 2004 study had very 
similar goals to this present research. It sought to ‘document the non-medical costs associated with having a child in 
hospital’. The purpose of this new study is to update the figures of the 2004 research and produce a new set of policy 
recommendations appropriate to the circumstances families currently find themselves in.

What will I be asked to do?

If you agree to participate in this project, you will be asked to take part in a brief recorded interview lasting roughly 
half an hour.

We realise that families with children in hospital are busy and often don’t have a lot of spare time. As such we very much 
appreciate you taking the time to participate either face to face or via video call.

Can I change my mind from participating?

Your participation in this project is completely voluntary. If you do not wish to take part, you are not required to. If after 
the interview you would like to withdraw, you may do so. In such an event will we will delete the audio recording and any 
transcripts of our interview.

What are the risks of taking part in the study?

There are no direct risks to you associated with taking part in the study. Your decision to participate (or not) will 
in no way impact your current or future relationship with Children in Hospital Ireland. Additionally, your decision 
to complete the survey and any information provided through the survey will have absolutely no bearing on the 
treatment your family receives at the hospital. CHI is a completely independent organisation with no role in the 
medical treatment families receive.
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Sometimes thinking about the sort of issues raised in this survey can create some uncomfortable or distressing feelings. 
If you need to talk to someone about this, please see the contact information below and the resource links and free 
phone helpline numbers at the end of the survey.

What are the benefits of taking part?

We are doing this research so we can better represent your situation in our submissions to policy makers and 
government. The results of the study will help to shine a light on the financial burden families are facing and help raise 
awareness of the everyday costs you face.

How will we protect your privacy?

This project will comply with all GDPR regulations. All the information you provide will be strictly confidential. Your 
responses will be anonymised. However, answers you provide may make you identifiable to those familiar with your case.

Any data collected as part of this project will be stored securely. Audio recordings and transcripts will be stored in secure 
conditions on the Children in Hospital Ireland server. All data will be encrypted and stored on a password protected 
computer. Only the research team will be able to access the dataset.

How will I find out what happens with this project?

We are so grateful to each and every person who takes the time to complete the survey and help us shine a light on 
the financial situation families are facing. We will publish the results of this project in late 2019. The final report will be 
available on our website, https://www.childreninhospital.ie/

GDPR

The GDPR (General Data Protection Regulation) places direct data processing obligations on businesses and 
organisations at an EU-wide level. According to the GDPR, an organisation can only process personal data under certain 
conditions. For instance, the processing should be fair and transparent, for a specified and legitimate purpose and 
limited to the data necessary to fulfil this purpose. It must also be based on one of the following legal grounds:

1. The consent of the individual concerned.

2. A contractual obligation between you and the individual.

3. To satisfy a legal obligation.

4. To protect the vital interests of the individual.

5. To carry out a task that is in the public interest.

As per Article 24, Recital 75 (titled ‘risk based approach to being GDPR compliant’) we have completed a risk assessment 
and concluded that we have appropriate technical and organisational measures in place to ensure data is protected as 
per article 32. Additionally, we have determined that the project is only collecting the minimum amount of personal data 
necessary to complete this research and that the data will be kept no longer than is needed for the purpose for which it 
was collected (as per Article 5). We have also deemed that none of the data sought falls under the special category of 
sensitive personal data (as discussed in Article 9).

Your identity will not be available to any of the research team, and any comments you leave would not be identified as yours.

Your details will never be passed on to a third party.

If you have any questions or concerns about the way this research is being conducted, you can raise them with Andrew 
Daly, Research Officer with Children in Hospital Ireland (Research@ChildrenInHospital.ie).

Please indicate that you have understood the purpose of this project and how your responses will be used by providing 
your signature below. Signing will indicate that you have consented to being part of this project as described above.

–––––––––––––––––––––––––––––––––––––––––––––
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County Hospital Per 
Hour

Per 4 
Hours

Per 24 
Hours

Per 
Week Special Rates

Dublin CHI at Crumlin €3.20 €7 €10 €36
Reduced car park rate is €36 for 
the first week and €10 per week 
thereafter.

Dublin CHI at Tallaght €2.50 €10 €10 N/A

Flexible day pass/multiple entries 
& exits in one day at €12.50. Entry 
pass x six times within a three-
month period: €25

Cork
Cork University 
Hospital

€2.70 N/A €15 N/A Free for cancer patients. 

Galway
Galway University 
Hospital

€2 €8 €9–€10 €30
24 hour anytime multi-trip ticket at 
€10.

Galway Portiuncula Hospital €2 €2 €2 €2
Free for cancer patients. No time 
restrictions on parking.

Kilkenny St. Luke's Hospital €4 €4 €4 N/A  N/A

Limerick
University Hospital 
Limerick

€2 €4 €10 N/A
First 20 minutes free.                                                                                                                        
Every hour after the fourth hour is 
charged at €1 per hour.

Louth
Our Lady of Lourdes 
Hospital Drogheda 
(Crosslanes Car Park)

€2 €9 €20 N/A N/A

Louth
Our Lady of Lourdes 
Hospital Drogheda

€4 €15 €40 N/A

€4 daily flat fee for people 
‘attending the hospital on a 
frequent basis and where the 
burden of car parking charges 
may cause or increase hardship’. 
Arranged through Social Workers or 
Ward Managers. Exact criteria not 
available. 

Sligo
Sligo University 
Hospital

€3 €3 €6 €15  N/A

Waterford
University Hospital 
Waterford

€4 (up to 
3 hours)

€6 €8 N/A Five day multi-trip pass €20

Information in respect of CHI at Temple Street is not included in the table above as this hospital does not have any 
onsite parking. On its website, the hospital indicates a number of parking options in privately-run car parks relatively 
close to Temple Street, some of which offer concessions for parents of children attending the hospital.

Appendix E, Table E1: Car Parking Charges at Hospitals
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Appendix E, Table E2: Childcare Fees by County

Source:  https://www.gov.ie/en/press-release/675a67-minister-zappone-publishes-
new-data-on-the-cost-of-early-learning-an/
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Year
Expenditure on 

Exceptional Needs 
Payments (€m)  

Change from
Previous Year

Number of Exceptional 
Needs Payments

2008 82.2 +17.8% 260,000

2009 75.2 -8.6% 239,000

2010 69.4 -8.3% 218,000

2011 62.6 -10.9% 226,000

2012 52.7 -15.8% 197,500

2013 35.7 -32.3% 133,000

2014 30.1 -15.7% 107,100

2015 31.0 +3.0% 101,600

2016 32.2 +3.9% 100,100

2017 38.1 +18.3% 103,500

2018 42.8 +12.3% 112,514

2019 43.2 +2.1% 92,198

Source: Based on data in Statistical Information on Social Welfare Services, Annual Reports, 
2008 to 2019; data provided in reply to Dáil Question 2,587 & Dáil Question 2,588, ‘Exceptional 
Needs Payment Data’, Dáil Éireann Debate, Tuesday, 24 July 2018 and from reply to Dáil 
Question 1332, Dáil Éireann Debate, Tuesday, 26 March 2019.

Appendix E, Table E3: Exceptional Needs Payments – Expenditure
     and Number of Recipients 2008 to 2019
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be fully realised. Its volunteers provide a play and recreation service in hospitals 
throughout the country, as well as a way-finding service in one Dublin hospital. 

Childhood Illness, Financial Stress: The Hidden Costs of Hospital Care for Children is 
a report of the findings of research undertaken by Children in Hospital Ireland in 2019 
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costs associated with hospital care for a child. 
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