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Introduction

In the UK over the past 30 years children’s palliative care has
evolved from a specialist hospital-based model focused on chil-
dren dying from cancer to a community-based model targeted
at children with a range of life-limiting conditions (Emond &
Eaton 2004). The development of children’s hospices has been
instrumental in this change and hospices are now an important
component of palliative care provision (Department of Health
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Abstract

Background Hospices are an important component of children’s palliative care provision and
increasing numbers of children/young people with life-limiting conditions mean that the demand
placed on them for support is likely to increase. However, there has been a lack of published
research examining how families experience the support provided by children’s hospices.
Methods
hospice support and identify how support could be improved. A mixed-method approach was used

The aim of the study was to investigate parents’ and young people’s perceptions of

involving a postal survey of families and in-depth qualitative interviews with a purposively sampled
subsample of parents and young people.

Results A total of 108 (49.8% response rate) questionnaires were returned and interviews were
conducted with 12 parents and seven young people. Families were highly satisfied with the support
provided in terms of quality of care; interpersonal qualities of the staff; the individualized,
family-focused approach; accessibility of support and involvement in decision making.Young
people valued the opportunity to meet with other young people and take part in different
activities. For parents the provision of a break from caring was the main way in which they were
supported although they felt they wanted more of this form of support. A consistent theme in
relation to support for young people and siblings was the need to develop facilities, activities and
bereavement support specifically for teenagers/young people.

Conclusions  Parents value a model of care that provides holistic, family-focused support that is
responsive to individual needs and which promotes control and active involvement in decision
making. The key challenge now is to respond to increasing need and a changing population of

users.

2008). They provide a range of services, hospice and home-
based breaks from caring for parents, end-of-life care, bereave-
ment support, activities for children and siblings as well as a
various therapies such as music therapy and alternative thera-
pies. Increasing numbers of children/young people with life-
limiting conditions means that the demand placed on hospices
for support is likely to increase.

A wealth of research has examined support for disabled chil-
dren and young people and presented a picture of dissatisfaction
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with how services are delivered and the presence of considerable
unmet need (Sloper & Turner 1992; Beresford 1995; Middleton
1998; Sloper 1999; Kirk & Glendinning 2004). However, there has
been a lack of published research about the support provided by
children’s hospices. Hospices have been described as a ‘lifeline’
for parents, providing the type of support that they were unable
to obtain from statutory providers within a home-like environ-
ment (Stein et al. 1989; Robinson & Jackson 1999; Hunt et al.
2003). A North American study found that families felt well
supported at the time of their child’s death by hospice staff
(Steele et al. 2005). However, other studies have been more criti-
cal, questioning the appropriateness of providing short-term
care alongside end-of-life care (While et al. 1996) and the poten-
tial negative impact on a young person’s identity of spending
parts of their childhood in a building identified by the commu-
nity as being for children who are terminally ill (Morris 1998). In
addition, it has been found that families may have to travel long
distances to their nearest hospice and that staffing levels can at
times compromise safety (Robinson & Jackson 1999). A North
American study identified the need for hospices to provide more
age-appropriate activities for teenagers (Davies et al. 2005).

Methods

The aim of this study was to investigate parents’ and young
people’s perceptions of hospice support and identify how
support could be improved. Specific objectives were:

1 to identify how hospices support parents, young people and
siblings;

2 to assess parents’, young people’s and siblings’ satisfaction
with and views on facilities, activities and the care provided;

3 to identify how hospice support for families could be

improved.

A multi-method approach was taken, comprising a postal
survey and in-depth interviews. All families who had used the
services of one hospice in the previous 2 years (n = 217) were
surveyed using postal questionnaires apart from those bereaved
in the previous 6 months. One questionnaire was specifically
designed for bereaved families (n = 62) in order to assess their
particular needs and remove potentially distressing questions.
Questionnaire development was informed by the research objec-
tives, a literature review and consultation with young people,
parents and hospice staff. Questionnaires were piloted with four
parents who provided feedback on question clarity and rel-
evancy, completion time and presentation. The questionnaires
collected data about parents’ views using a mixture of closed-
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and open-ended questions. Some questions were adapted from
those used in the Parental Needs Scale (Greco et al. 2005), the
Disability Scale (Greco et al. 2005) and the Measures of Processes
of Care (King et al. 1995). A total of 108 completed question-
naires were returned (response rate 49.8%) after one follow-up.
Because of research governance and confidentiality issues it was
not possible to assess if the characteristics of non-respondents
differed from respondents. Data were analysed using spss™ to
produce descriptive statistics. Responses to open questions were
thematically analysed.

In the second stage of the study in-depth interviews were
conducted with families purposefully sampled from the postal
survey sample in order to obtain a more in-depth exploration of
issues arising from the questionnaire analysis as well as providing
an opportunity to explore issues raised by the families them-
selves. In families where the disabled/ill child or sibling(s) were
over 8 years of age, their inclusion in the study was sought.
Children with communication/cognitive impairments were
included if judged by parents to be able to participate in an
interview. Specific technigies for research with children were
used as appropriate (for example, photo-elicitation) to facilitate
discussion. Interviews were all recorded with the participant’s
permission. The recordings of the interviews were transcribed
and analysed to identify categories, themes and patterns using
the Framework approach (Ritchie & Lewis 2003). Interviews
were jointly analysed by the authors to enhance theoretical sen-
sitivity, uncover any biases and clarify interpretation. Because of
the sensitive nature of the research, care was taken to ensure
participants were not adversely affected by taking part in the
study. Appropriate information sheets were developed for both
parents and young people of different ages and with different
cognitive abilities. Informed consent/assent was obtained from
all participants at the time of the interview and assurances of
anonymity and confidentiality were given apart from in relation
to child protection issues.

Ethical approval for the study was obtained from the Univer-
sity Research Ethics Committee. Young people, parents, hospice
staff and trustees were involved in planning the study and in
developing information leaflets, questionnaires and topic
guides. Involvement continued during the course of the study
when interim findings were fed back and issues for further
exploration in the interviews discussed.

Results

Findings from the quantitative and qualitative elements of the
study have been integrated in order to examine how parents and
young people experience hospice support.
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The participants

Questionnaires were completed by 71 parents and 37 bereaved
parents. Table 1 presents the characteristics of this sample. The
majority were married or living as married (although a high
proportion were lone parents), had children in addition to the
ill/disabled child and defined their ethnic group as White

Table 1. Characteristics of the questionnaire sample

Characteristic Number Percentage
Marital status (n = 107)
Married or living as married 73 68.2
Single 12 1.2
Separated or divorced 20 18.7
Widowed 2 1.9
Presence of other children in family (n = 107)
Yes 91 85.1
No 16 14.9
Age of ill/disabled children (years;n =71)*
0-5 5 7.0
6-10 19 26.8
11-15 20 28.2
16-20 17 239
21-25 7 9.9
26-30 3 4.2
Gender of ill/disabled child (n=71)
Female 35 49.3
Male 36 50.7
Self-defined ethnic group status (n = 107)
White British/Irish/other 95 88.8
Black/Black British 0 0.0
Asian/Asian British 7 6.5
Chinese or other ethnic group 2 1.8
Mixed 2 1.8
Condition/diagnosis by ICD category (n=71)
Cerebral palsy 13 18.3
Metabolic condition 6 85
Duchenne muscular dystrophy 6 8.5
Respiratory condition 4 5.6
Cardiovascular condition 3 4.2
Down'’s syndrome 3 4.2
Digestive system condition 2 2.8
Brain tumour 2 238
Other CNS condition 15 21.1
Other chromosomal abnormality 5 7.0
Other 12 16.9
Receipt of disability living allowance
Care component (n = 67)
Lower rate 0 0.0
Medium rate 5 7.5
Higher rate 62 92.5
Mobility component (n = 64)
Lower rate 1 1.6
Higher rate 63 98.4
None (n =62) 2 3.2

*Data on children (e.g.age, condition) were not collected in the questionnaire
sent to bereaved parents.
ICD, International Classification of Diseases; CNS, central nervous system.
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British. The children/young people who used the hospice
ranged in age from 2 to 30 years old (mean age 14.94, SD 7.54)
but most were under 16 years old. They had a range of condi-
tions with the most commonly reported being central nervous
system conditions and cerebral palsy. Children’s level of need is
reflected by the finding that a considerable majority were receiv-
ing the higher rate for the care and mobility components of the
disability living allowance. Interviews were conducted with 12
parents/guardians (including five bereaved parents) and seven
young people aged between 9 and 22 years. We were unable to
recruit any siblings to take part in the study. Characteristics of
the interview sample are presented in Table 2.

Support for parents

Parents described how initially they had been apprehensive
about using a hospice but any concerns had been removed once
they had made a visit. Indeed, the environment in terms of
facilities and its warm, caring atmosphere were important con-
textual factors.

The word hospice gives visions of a really sad place where
children go to die, that is what I first thought and was
hesitant in going there. However, what a shock we got on
arrival. These children were there to live, to have the best
time possible with their families and friends, no stress, no
pain just fun and love in abundance. (QN2-179)

Table 2. Characteristics of the interview sample

Characteristic Number Percentage

Marital status (n = 12)

Married or living as married 8 66.6

Lone parent 4 333
Presence of other children in family (n = 12)

Yes 10 833

No 2 16.6
Age of ill/disabled children (years; n = 7)

0-5 0 0.0

6-10 2 28.6

11-15 3 42.9

16-20 2 28.6
Age of children/young people interviewed (n = 7)

6-10 1 143

11-15 2 28.6

16-20 3 42.9

21-25 1 14.3
Gender of ill/disabled children (n =7)

Female 5 714

Male 2 28.6
Gender of children/young people interviewed (n = 7)

Female 3 429

Male 4 57.1




Table 3. Views of parents on hospice support
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Not wanted,

Alot of help (%) Some help (%) No help (%) needed or NA (%)

Support for parents

Getting a break from caring for your child (n = 69) 48 (67.6) 18 (25.4) 1(1.4) 4 (5.6)
Giving you time to spend with your other children (n =70) 36 (51.4) 15 (21.4) 1 (1.4) 18 (25.7)
Giving you time to spend with your partner (n =68) 34 (50.0) 15 (22.1) 0.0 19 (27.9)
Someone to talk to about how you feel (n=71) 32 (45.1) 26 (36.6) 6 (8.5) 7 (9.8)
Improving your emotional health (stress, anxiety, depression; n = 67) 13 (19.4) 26 (38.8) 10 (14.9) 18 (26.8)
Improving your physical health (sleep, rest, exercise; n = 67) 11 (16.4) 21 (31.3) 11 (16.4) 24 (35.8)
Help in a crisis (n = 68) 20 (29.4) 18 (26.5) 9 (13.2) 21 (30.9)
Speaking on behalf of your family when dealing with other services (n =67) 5 (7.5 9 (13.4) 13 (19.4) 40 (59.7)
Coordinating other services (n = 65) 2 (3.1) 8 (12.3) 10 (14.1) 45 (69.2)
Support for children and young people
The chance to have time away from the family (n =70) 38 (54.3) 19 (27.1) 3 (4.3) 10 (12.7)
The chance to take part in different activities (n =70) 34 (48.6) 22 (31.4) 3 (4.3) 11 (25.7)
The chance to go out to places such as cinemas, parks (n = 68) 32 (47.1) 20 (29.4) 4 (5.9) 12 (27.7)
The chance to meet other poorly/disabled children & young people (n=68) 23 (33.8) 22 (32.4) 3 (44) 20 (29.4)
Someone to talk to about their illness/condition (n = 70) 18 (25.4) 5 (7.1) 5 (7.1) 42 (60.0)
The chance to meet well/non-disabled children & young people (n = 70) 16 (22.9) 23 (32.9) 5(7.1) 26 (37.1)
Support for siblings
The chance to go out to places such as cinemas, parks (n = 68) 17 (25.0) 16 (23.5) 16 (23.5) 32 (47.1)
The chance to take part in different activities (n = 68) 17 (25.0) 17 (25.0) 17 (25.0) 32 (47.1)
The chance to meet other brothers and sisters (n = 67) 16 (23.9) 16 (23.9) 1 (1.5 34 (50.8)
Someone to talk to about their feelings (n =67) 9 (13.4) 9 (13.4) 9 (13.4) 9 (13.4)
Table 4. Parents’ confidence in hospice staff
Neither agree Strongly

Aspect of care

Strongly agree (%)

Agree (%) nor disagree (%) Disagree (%) disagree (%)

I don't worry about my child’s safety while they are at the 52 (73.2)
hospice (n=71)

I have trust and confidence in the staff’s ability to look after 44 (62.0)
my child (n=71)

I am happy with how the staff manage my child’s physical 37 (54.4)
symptoms (e.g. pain, nausea/vomiting, seizures; n = 68)

I am happy with how the staff manage my child’s emotional 33 (51.6)
feelings (e.g.depression, anxiety, stress; n = 64)

There are always enough staff to look after my child (n=67) 31 (46.3)

17 (23.9) 1(1.4) 1(1.4) 0

19 (26.8) 3 (42 3 (42 2 (2.8)
24 (35.3) 5(74) 0 2 (29)
21 (32.8) 6 (9.4) 1 (1.6) 3 (47)
29 (43.3) 3 (45) 2 (3.0) 2 (3.0

From the survey and interviews it appeared that the main way
in which parents were supported was by having a break from
caring (Table 3). Parents described how this break enabled them
to spend time with their other children as well as have personal
time and the opportunity to obtain some uninterrupted sleep.

I can have sometime to myself, to reflect on my life and be
myself, do what I want and rest. (QN1-16)

I could switch off and not sleep with one eye open all
night. I could get a good night’s sleep because he is on a
ventilator machine. . . . your mind is always on it and you
don’t want to get into a deep sleep because you are
worried that you might not hear it [alarm], so it is not a

proper sleep that I get at night times. So when he is away
I know I can switch off. (Parent Interview 006)

It was notable that parents only felt able to have this break
because of the trust and confidence they had in the staff to
care for their child. They saw their child as being in ‘safe
hands’ in the hospice — something parents had not always felt
when their child had gone to other organizations for ‘respite’.
This finding is also reflected in the survey (Table 4). The trust
parents had in the staff appeared to be based on their percep-
tion that hospice staff not only had the knowledge and skills to
care for their child but also the relationships they had devel-
oped with their children and their individualized knowledge
of them.
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It was reassuring when they said something isn’t just right
because it meant that they knew what he meant and knew
his ways. (Interview Bereaved Parent 008)

However, the majority of non-bereaved families felt that the
amount of support received (in terms of a break from caring)
was insufficient for their needs (41, 58.6%, n = 70). Many felt,
although, unable to ask for more support as they were aware of
the competing needs of other families.

Although the large majority of parents reported high levels of
satisfaction with the hospice’s quality of care (65, 95.6% n = 68
rated it as excellent or very good), a small number (7, 10%, n =
70) had experienced aspects of care that had given them cause
for concern. In addition, a small number of parents felt that
children with profound and multiple impairments could be
under-stimulated and that staff found it difficult to manage
children/young people with challenging behaviour. However,
parents expressed feeling that they would find it difficult to raise
these concerns because of their sense of gratitude for hospice
support.

The hospice provided bereavement support to parents on an
individual, family and group basis. For some parents this com-
menced prior to their child’s death and was focused on prepar-
ing them for bereavement, while for others it commenced closer
to the time of death. Immediately after the death many families
had found using the specially equipped room at the hospice
helpful to enable themselves and their extended families to
spend time with their child.

We used the X Room. It just gave us somewhere to spend
our last moments with her....it helped her sisters
because we could go as a family to see her more or less
every day. The staff were always there. (Interview
Bereaved Parent 010)

It appeared to be mainly mothers who had accessed bereave-
ment counselling and support; indeed, many described that
they had found it difficult if not impossible to encourage their
partners to receive any form of emotional support. Most
mothers found that counselling had helped them cope with
bereavement because it provided an opportunity to talk openly
about their feelings, something that was difficult to do with
family members.

The reason it works with us is because you can say what
you like, how you like, because believe me there’s a lot of
anger, there’s a lot of bitterness and a lot of awfulness
involved. If you’re talking to family and friends they
might take it personally. . . . They let you blast off and you
can get all this awfulness out, before the next load builds

© 2011 Blackwell Publishing Ltd, Child: care, health and development, 38, 1,32-40

up. . . . you don’t have to apologize for the way you feel.
(Interview Bereaved Parent 015)

Counselling helped parents understand their feelings and

reactions to bereavement.

They help you deal with yourself. They help you cope
with how you’re feeling. You know you can be fine, you
can be absolutely fine and then all of a sudden you’ll just
hit rock bottom again and you don’t, had you not had
that bereavement support, you wouldn’t understand why
you were like that and you’d be absolutely, you know,
‘Why am I like this?” But because you’ve been, because
they know exactly where you’re at, they help you to
understand why you feel so bad. (Interview Bereaved
Parent 017)

They were also helped with how to explain the death to their
other children and how to support them. Some parents found
that group meetings were helpful for providing an opportunity
to meet and engage in activities with other parents in the same
situation. An important feature was that bereavement support
was not time-limited and could be accessed by parents accord-
ing to their perceived needs.

Support for children and young people

Most parents (52, 75.7%, n = 70) felt that their children liked
visiting the hospice and that it had provided them with the
opportunity to meet other children/young people (both dis-
abled and non-disabled), take part in activities and to have time
away from their families (Table 3). In addition, visiting parents
felt that visits helped them develop their social skills, confidence
and independence. Young people described how they enjoyed
the activities provided and valued the control they were given
over their participation.

They put stuff on for us, but they usually leave us up to
our own devices. We can choose. . . . I mean they do orga-
nize stuff but sometimes it is best to leave us to our own
devices as if we have had a late night before we might not
be up in time. (Young Person Interview 06)

Young people wanted to visit the hospice more frequently not
only because they enjoyed the activities but also because visits
were often their only contact with close friends.

It is a break and you get to see each other. With our short
life expectancy we don’t see each other enough. So they
are really precious to me. (Young Person Interview 05)



Both young people and parents felt that activities and facili-
ties for young people needed to be developed. Some difficulties
experienced were seen as a consequence of sharing the building
with young children.

They have PlayStations and stuff but they are all kept high
up in the main room. I can understand why as when the
little ones are here they are pulling at the wires and things.
But it just means it harder for us to get to when we want
them. (Young Person Interview 03)

They have bars on the websites, you can hardly get on
anything. I understand why they have locks for the
younger ones but you can’t access anything . . . there are
things we would like and would use but we can’t have
them because of having to think about the little ones.
(Young Person Interview 06)

The solution was seen as additional facilities being built spe-
cifically for young people (and with young people’s involvement
in this development).

Support for siblings

Most parents felt their other children enjoyed visiting the
hospice (36, 52.2%, n = 68) and provided an opportunity to
take part in different activities and meet other siblings
(Table 3). However, disadvantages were also highlighted if sib-
lings accompanied their disabled brother/sister on visits as they
were neither then relieved of any perceived responsibilities nor
did they have the opportunity to spend time alone with their
parents. Younger siblings were noted to benefit more from
hospice visits as activities were directed more to their age
group.

The hospice played an important role in supporting bereaved
siblings. This commenced in the early days after the death when
parents were trying to cope with their own emotional reactions
and found it difficult to support their other children.

As parents we were so engulfed in our own grief that we
could not support our other children. The hospice staff
were able to give them the time they needed. (QN2-124)

Many parents reported how helpful a group for bereaved
siblings had been to their children in terms of helping them
come to terms with their feelings and meet others in the same
situation.

The group was fantastic. It allowed X to be with other
children who were in the same boat as herself, to work
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through the emotions she was experiencing all in a fun
environment with staff who cared. (QN2-199)

The bereavement support was also important in helping
children/young people understand and cope with the reactions
of their parents. The approach to sibling bereavement support
was described as being child-centred and based on providing
uplifting activities that also promoted open discussion of their
sibling’s death.

They did lots of lovely things, lots of activities and went
out to different places and spoke about different things. It
was a bit like a counselling group, but it wasn’t where you
just had to sit and talk, it was done in all other ways.
(Interview Bereaved Parent 015)

It was nice that it wasn’t always a down thing, they did
stuff that was uplifting as well but it was things that made
the kids think about their brother or sister. . . . the kids
could ask any questions they wanted . . . it was stuff that
was obviously on their mind and they wanted to know
about. (Interview Bereaved Parent 008)

However, some bereaved parents felt that there was a need for
more appropriate support for bereaved siblings in their mid to
late teens.

The nature of hospice support

In the interviews hospice support was characterized by families
in terms of its individualized and family-centred approach and
the quality of the interpersonal relationships developed and this
is supported by the survey data. A large majority (83.3% to
95.6%) rated the individualized, family-focused aspects of
support highly (Table 5). Particularly highly rated aspects were
the non-judgemental approach of staff and the individualized
nature of care and support. Parents appreciated how the hospice
focused on the whole family and not just the ill/disabled child
and provided support that was flexible and based on their indi-
vidual needs.

They take on the whole family not just the poorly child.
We are all important. (QN1-31)

The hospice was perceived as being accessible to parents
when they needed their support which promoted their sense of
coping and their feelings of security.

It is like an extended family or good friends that even
though you don’t see them often you know they are there
if you need them. (Interview Bereaved Parent 008)

© 2011 Blackwell Publishing Ltd, Child: care, health and development, 38, 1,32-40
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Table 5. Views of parents on the nature of hospice support

Aspect

Neither agree
nor disagree (%)

Strongly
agree (%)

Strongly

Agree (%) Disagree (%) disagree (%)

Individualized and family-focused nature of support

The support and care they provide to my child and family is based on our
individual needs (n =70)

They recognize the demands of caring for my child (n =69)

They accept us as we are, without judging us (n =68)

They recognize the demands of caring for my child (n =69)

The care they give respects the wishes of the young person as much as
possible (n = 70)

They look at the needs of my child as a‘whole’ (i.e. not just their physical

needs but their social and emotional needs as well; n = 68)

They take time to get to know me, my child and my family (n =69)

They are aware of my child’s changing needs as s/he grows up (n=67)

They respect my child’s usual routine (n=67)

Our customs, values and spiritual beliefs are respected (n = 66)

Parental involvement and recognition of parental expertise

They listen to what | have to say about my child’s and family’s
needs (n=68)

They recognize that | have the final say when making any
decisions (n=67)

They give me the chance to say what is important to me about how my
child is looked after (n=65)

They trust me as the expert about my child and their needs (n = 68)

Quality of interpersonal relationships

They show sensitivity to my feelings and worries (n=71)

They have a caring approach to me, my child and family (n = 68)

| feel able to talk to the staff (n = 69)

Our confidentiality and privacy is respected (n = 69)

The staff stimulate children who can’t communicate (n =65)

They make sure that everyone knows what my child’s skills are (n = 67)

They plan together to make sure everyone does the same thing when
caring for my child (n=67)

They make sure that my child is looked after by someone that they
know (n=69)

A named member of staff is responsible for my child (n=67)

39 (55.7) 24 (34.3) 1(1.4) 1(1.4) 5 (7.1)
38 (55.1) 22 (31.9) 6 (8.7) 0 0
38 (55.9) 27 (39.7) 101 0 2 (29
38 (55.1) 22 (319 6 (8.7 0 0
36 (51.4) 31 (44.3) 0 0 3 (43)
33 (48.5) 30 (44.1) 2 (29 1 (1.5 2 (29)
33 (47.9) 28 (40.6) 5 (7.3) 3 (45) 0
32 (47.8) 25 (37.3) 5 (7.5) 5 (7.5) 0
29 (433) 32 (47.8) 1 (1.5 2 (3.0 3 (45
27 (40.9) 28 (42.4) 5 (7.6) 0 6 (9.1
45 (64.3) 18 (25.7) 4 (5.7) 1 (1.4) 0
39 (58.2) 25 (37.3) 2 (3.0 1 (1.5) 0
39 (60.0) 20 (30.8) 3 (4.6) 0 3 (4.6)
37 (54.4) 27 (39.7) 1 (1.5) 1 (1.5) 2 (29)
46 (64.8) 17 (23.9) 4 (5.6) 2 (2.8 2 (2.8)
44 (64.7) 20 (29.4) 2 (29) 0 2 (2.9)
42 (60.9) 17 (24.6) 6 (8.7) 2 (29 2 (29
37 (53.6) 21 (304) 3 (44) 3 (44 5(7.3)
36 (55.4) 19 (29.2) 4 (6.2) 2 (3.1) 4 (6.2)
32 (47.8) 27 (40.3) 5 (7.5) 3 (45 0
29 (43.3) 28 (41.8) 6 (9.0) 2 (3.0 2 (3.0)
28 (40.6) 26 (37.7) 9 (13.0 2 (2.9) 4 (5.8)
26 (38.8) 35 (52.2) 3 (45) 1 (1.5) 2 (3.0

Interpersonal relationships with hospice staff were highly
rated (Table 5), their
judgemental approach. The relationships developed with staff

in particular, caring and non-
enabled parents to feel able to talk to them about their feelings
and parents felt nurtured during their visits as a result of the
emotional care and practical support received. They also
valued how staff listened to parents’ wishes about their child’s
care and saw the importance of understanding their individual
routines and needs. Parental involvement in decision making
and the recognition of parental expertise was highly rated in
the survey (90% to 95.5%; Table 5). The relationships and
rapport that staff had developed with their children was
important to parents. However, a small number of parents
were concerned that staff could become ‘burnt out’ because of
the emotionally difficult nature of their work and as a result
become detached.
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Young people reported positive relationships with staff and
felt their views were listened and responded to. They felt com-
fortable talking to them about their feelings and concerns
although a small number were concerned about confidential-
ity and were unsure if staff would disclose the content of con-
versations to parents or other members of staff.

Discussion

This study has a number of limitations that need to be taken
into account. The generalizability of the findings is limited by it
having been conducted at a single hospice and there is a possi-
bility that non-responders to the survey were a less satisfied
group of parents or had different socio-demographic character-
istics to the study sample. It would have been useful to examine



differences between responders and non-responders but
because of research governance issues that was not possible.

In common with other studies the hospice was seen as a
‘lifeline’ for parents, providing them with a much needed
break from caring (Stein et al. 1989; Robinson & Jackson 1999;
Hunt et al. 2003). Other research has identified that having a
break from caring is one of most frequently reported needs
of parents with a disabled child (Beresford 1995; Hoare et al.
1998). Obtaining such a break is often problematic where
children have specialized healthcare needs (Kirk 1999; Robin-
son et al. 2001; Heaton et al. 2003; Kirk & Glendinning 2004)
and hospices are one of the few places with the expertise
to care for this group of children. However, this study high-
lights that parents feel they need more of this type of support
from hospices. Indeed, demand on hospices is likely to
increase given the increasing numbers of children with life-
limiting conditions and complex needs (Sloper & Beresford
2006).

Parents reported high levels of satisfaction with the quality
of support provided, in particular, the clinical and interper-
sonal skills of the staff, their involvement in decision making
and the individualized and family-focused approach to
support. However, it was apparent that families’ sense of grati-
tude could be a barrier to raising issues of concern with staff.
This could be in relation to requesting additional support or
discussing their concerns about the quality of their child’s
care. Hospices need to be aware of this and develop processes
and support for parents and young people to discuss areas
of dissatisfaction and unmet need. Bereavement support
appeared to be not meeting the needs of fathers and older
siblings.

For young people hospices provided an opportunity to meet
other young people, take part in different activities, spend time
with friends and develop their independence. While other
research has questioned the appropriateness for young people of
combining short-term care alongside end-of-life care (While
et al. 1996; Morris 1998), this study suggests that hospices may
enable the development of friendships and peer support among
young people experiencing similar shortened life expectancies.
A consistent theme in relation to support for young people and
siblings was the need to develop facilities, activities and bereave-
ment support specifically for teenagers/young people. This need
may reflect that hospices were developed originally in response
to the needs of younger children but increasing life expectancy
now means that they are supporting a greater age range of
children/young people. The challenge facing hospices now
therefore is to determine how to respond to increasing need and
a changing population of users.
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Conclusion

Children’s hospices are an important part of palliative
care provision, yet the support they provide for families has
been under-researched. This exploratory study has aimed
to address this gap in knowledge and provide insight into
elements of support that work well as well as identifying
aspects that need improvement. It has highlighted that fam-
ilies value the model of care provided but that they have
unmet needs in terms of the quantity of support offered.
In addition, the study has suggested that the specific needs
of teenagers/young people with life-limiting conditions,
bereaved fathers and bereaved older siblings may not be being
met by hospices. Further research is needed to examine the
particular needs of these groups in order to develop appropri-
ate support.

Key messages

Parents value a model of hospice support that provides
holistic, family-centred care that is responsive to indi-
vidual needs and which promotes control and active
involvement in decision making.

Providing a break from caring is an important way in
which hospices support parents but parents report unmet
needs in this area and want more of this form of support.

For young people hospices provide an opportunity to meet
other young people and to take part in activities. However,
young people would like greater access to age-appropriate
activities and facilities.

Parents are highly satisfied with the quality of care pro-
vided although their feelings of gratitude and the good
relationships they develop with staff can create barriers to
raising concerns.

Hospices need to respond to increasing demand and a
changing population and develop their facilities and
activities to meet the needs of a changing population. In
addition, it appears that the needs of bereaved fathers and
older siblings need addressing.
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