
494 EuropEan Journal of physical and rEhabilitation MEdicinE august 2019 

O R I G I N A L  A R T I C L E

the impact of home-based physical rehabilitation 
program on parents’ experience with children 

in palliative care: a qualitative study
patricia rico-MEna 1, domingo palacios-cEÑa 2, 3 *, ricardo Martino-alba 4, 

lourdes chocarro-GonZalEZ 4, Javier GÜEita-rodrÍGuEZ 2, 3

1department of physiotherapy, podology and dance, European university of Madrid, Madrid, spain; 2department of physiotherapy, 
occupational therapy, rehabilitation, and physical Medicine, rey Juan carlos university, Madrid, spain; 3Group of humanities and 
Qualitative research in health science of univesidad rey Juan carlos (hum&Qrinhs), Madrid, spain; 4unit of pediatric palliative 
care, niño Jesús pediatric university hospital, Madrid, spain
*corresponding author: domingo palacios-ceña, department of physiotherapy, occupational therapy, rehabilitation, and physical Medicine, rey Juan 
carlos university, avenida de atenas, s/n, 28922 alcorcon, Madrid, spain. E-mail: domingo.palacios@urjc.es

a b s t r a c t
bacKGround: pediatric palliative care programs aim to improve the quality of life of children with severe life-threatening illnesses, and that 
of their families. although rehabilitation and physical therapy provides a valuable tool for the control of symptoms, it has been poorly researched 
to date. since the family represents such a fundamental support in these cases, it is important to deepen our understanding regarding the value of 
implementing rehabilitation programs from the parents’ perspective.
aiM: the aim of this paper was to explore parents’ experiences regarding the implementation of a physical rehabilitation program in pediatric 
palliative care.
dEsiGn: a qualitative methodology was chosen.
sEttinG: the unit of pediatric palliative care at the hospital niño Jesús (Madrid, spain).
population: the inclusion criteria were: 1) parents of children, irrespective of their diagnosis; 2) integrated within the program of palliative 
care at the time of study; 3) aged between 0-18 years; 4) must be receiving home-based rehabilitation program by the pediatric palliative care 
team. fourteen parents were included.
MEthods: purposeful sampling method was implemented. data collection consisted of unstructured and semi-structured interviews. a the-
matic analysis was performed to interpret transcripts. Guidelines for conducting qualitative studies established by the consolidated criteria for 
reporting Qualitative research were followed.
RESULTS: Three main themes were identified: 1) the meaning of physical rehabilitation to parents; 2) physical rehabilitation as an opportunity 
for patients to stay in their home environment; and 3) home-based physical rehabilitation as part of the families’ social environment.
conclusions: the main needs of a home physical rehabilitation program are to decrease pain and suffering, together with improving family 
education and training.
clinical rEhabilitation iMpact: the experience of rehabilitation programs at home is essential in order to improve both the quality 
of life and the quality of care of affected children and parents.
(Cite this article as: rico-Mena p, palacios-ceña d, Martino-alba r, chocarro-Gonzalez l, Güeita-rodríguez J. the impact of home-based physical 
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pediatric palliative care (ppc) is the active, comprehen-
sive care of the child’s body, mind and spirit; which 

includes providing support to the family.1, 2 increasingly, 
ppc is recognized as an essential part of any healthcare 
system.3, 4 up to 50% of deaths in infancy take place dur-

ing the first year of life, mainly due to perinatal causes 
such as premature births, congenital syndromes and neu-
rological anomalies. in older children, the causes of death 
are related to acquired lesions (accidents or traumas) and 
complex chronic conditions (ccc).3, 5, 6 lindley et al. 
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values of patients who have serious and incurable illness-
es. patients may present intense and dynamic symptoms, 
psychological stress, and medical morbidity, all of which 
greatly impact upon autonomy and quality of life.

the child’s family often suffers considerably and their 
needs can change during the entire process. they may 
experience anxiety, loneliness and isolation, including a 
change in their social roles.20 according to Kars et al.21 dif-
ficult situations faced by parents of dying children include 
having to make decisions concerning the child’s treatment, 
and providing explanations to the child regarding the dis-
ease and possible treatments. also, previous studies,22, 23 
have displayed how rehabilitation must be oriented to-
wards covering the needs and preferences of patients while 
involving carers in the decision-making process.

physical rehabilitation provides a valuable tool for 
the control of symptoms, however it has been poorly re-
searched to date in children with severe life-threatening 
illnesses, and their families. Qualitative research that fo-
cuses on the parent perspective regarding the application 
of pr interventions on children with terminal diseases is 
therefore necessary. to our knowledge, no study to date 
has provided an insight into the parents’ experience after 
the implementation of a home-based pr program for chil-
dren in ppc. the purpose of this qualitative study was to 
explore parents’ experiences and perspective regarding the 
implementation of a home-based pr program in children 
who require ppc.

Materials and methods

the study was conducted in accordance with the princi-
ples of the declaration of helsinki. the clinical research 
Ethics committee of the hospital niño Jesús also ap-
proved (January, 28, 2014) this study (protocol number: 
r-0065/13; chairperson of the ethics committee: Julia 
asensio anton). informed consent and permission to re-
cord the interviews were sought in advance. also, partici-
pants gave their informed consent to their participation in 
the current study.

Design

a qualitative phenomenological study was conducted.24, 25 
Qualitative studies are used in order to achieve a deeper 
understanding of people’s behaviors under certain spe-
cific circumstances, such as rehabilitation and terminal 
disease.24, 26 Qualitative studies may also be used to get 
to know the perspective of patients and their families re-
garding the effects of health interventions.27 the data 

found that the neuromuscular conditions, such as brain/
spinal cord malformation, cns disease, cerebral palsy, 
muscular dystrophy, were highly prevalent among chil-
dren with ccc.7 also, cancer is responsible for one third 
of all deaths in children.8

historically, cancer has been associated with palliative 
care. however, in industrialized countries, many of the 
children cared for in ppc programs have non-malignant 
diseases other than cancer.1, 3, 6 this includes a broad range 
of conditions affecting the heart, the lungs, the brain and 
the muscles. the uK charity together for short lives and 
the royal college of pediatrics and child health,9 devel-
oped a guide where the neuromuscular conditions were 
considered “life limiting” conditions, as subgroup 4; i.e. 
“conditions with severe disability, often neurological, 
which, although they are not progressive, cause extreme 
vulnerability to health complications and where premature 
death is anticipated, e.g. severe cerebral palsy, and chro-
mosomal disorders.” the focus of ppc has long been to 
improve symptoms, maintain quality of life, and provide 
support to families when a child has a condition that is 
highly likely to end in premature death at any time prior 
to adulthood.6 on a positive note, affected children who 
have been derived to ppc experience fewer symptoms and 
less suffering than those that have not, therefore the need 
for including interdisciplinary teams that support and col-
laborate in the decision-making process and in the clinical 
interventions with the children and their families has been 
largely emphasized in recent research.1, 3, 10

the European association for palliative care 
(Eapc)11, 12 highlights the importance of symptom control 
and providing access to continued physical rehabilitation 
(pr). according to the European physical and rehabili-
tation Medicine bodies alliance,13, 14 pr Medicine is de-
fined as: “the primary medical specialty responsible for 
the prevention, medical diagnosis, treatment and rehabili-
tation management of persons of all ages with disabling 
health conditions and their comorbidities, specifically ad-
dressing their impairments and activity limitations in or-
der to facilitate their physical and cognitive functioning 
(including behavior), participation (including quality of 
life) and modifying personal and environmental factors.”13

several studies have researched the application of pr 
within palliative care,15-18 highlighting the need for further 
studies in order to research the role of pr in life-threaten-
ing disease.19 in this sense, cheville et al.16 have report-
ed how palliative rehabilitation is function-directed care 
delivered in collaboration with other clinical disciplines. 
furthermore, palliative rehabilitation is aligned with the 
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maintain movement and alleviate pain; 2) the education 
and training of parents for the application of motor and 
respiratory techniques; and 3) specific interventions on a 
motor and respiratory level: neurofacilitation techniques 
(neurodevelopmental treatments, proprioceptive neuro-
muscular facilitation and sensory integration therapy); 
manual therapy techniques aimed at improving joint mo-
bility and delaying the appearance of orthopedic deformi-
ties; respiratory physical therapy for respiratory pathway 
hygiene, inhalation therapies, breathing exercises; lymph 
drainage therapy; and maneuvers (e.g. specific reposition-
ing maneuvers).

Participants

a purposeful sampling method was used to recruit parents 
who had knowledge and experience of supporting children 
in home-based palliative care.24, 25 also, a snowball sam-
pling procedure was applied, in the case of parents who 
put the researcher in touch with other parents in similar 
circumstances and who met the inclusion criteria (partici-
pants M8, M9, f10, f11, M11). sampling continued until 
ongoing analysis revealed informational redundancy.24 fi-
nally, 14 participants were included within the sample and 
none withdrew from the study.

inclusion criteria: 1) parents of children, irrespective of 
their diagnosis; 2) integrated within the program of pallia-
tive care at the time of study; 3) aged between 0-18 years; 
4) must be receiving home pr by the ppc team; and 5) 
spanish language.

Procedures

researchers made initial contact with the parents through 
the hospital Manager and the ppc unit chief. research-
ers explained the purpose and design of the study to the 
participants via an initial face-to-face contact. participants 
were then allowed a 2-week period to decide whether or 
not they wished to participate. during the second face-to-
face contact, those who wished to participate in the study 
were given an informed consent form to sign and permis-
sion to tape the interviews was sought. subsequently, data 
was collected and the interview was completed.

Data collection

the study was performed between september 2015 and 
April 2016. The first phase of the study consisted of un-
structured interviews26 with all the participants (n.=14), 
beginning with the following question: “What has your ex-
perience been after the application of pr of your child?” 

obtained via qualitative research comes from data collec-
tion tools such as interviews, focus groups and participant 
observation, and in the form of narrative transcriptions, 
images (drawings, photography) and documents (diaries, 
letters).24, 25, 28 phenomenology is an approach to quali-
tative research which explores the experiences of people 
immersed in situations or phenomena. It is based on first-
person perspectives (interviews and personal letters), in an 
attempt to understand the essence of a phenomenon.25

Research team and reflexivity

in qualitative research, members of the research team of-
ten form relationships with participants.25 therefore, it 
is necessary to describe how these relationships and the 
researchers’ perspectives and assumptions influence data 
collection and interpretation.29 for these reasons it is nec-
essary to clarify their identity, credentials, occupation, 
gender, experience and training. this has been found to 
improve the credibility of findings.30

five researchers (two women, three men) participated 
in this study, three of whom (JGr, lcG, dpc) had expe-
rience in qualitative study designs. two were registered 
nurses holding a phd (dpc, lcG), two were physiothera-
pists (prM, JGr), and one was a physician (rMa). of 
these, three researchers (prM, lcG, rMa) had clinical 
experience in ppc. the remaining authors had no previous 
contact with any of the participants. prior to the study, the 
position of the researchers was established according to 
their previous experience and their motivation.24, 25

Context

since 2013, a new program of home pr was implemented 
at the hospital niño Jesús, within the unit of ppc. the 
new program of home PR is considered a full-fledged re-
habilitation program, seeing as it includes all interventions 
aimed at maintaining, improving and promoting physical 
status and functionality, and is oriented towards providing 
a greater autonomy and independence to the person and 
the family. in this program, pr was integrated within palli-
ative home-care interventions and consisted of techniques 
on a motor and respiratory level, as well as education and 
training for parents. the pr program was conducted at the 
child’s home by physiotherapists and the care was catered 
to the needs of both children and parents.14 among the in-
terventions performed by physiotherapists, these include: 
1) the assessment of posture and movement problems, 
administering physical treatments including exercise to 
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on average. during the respective interviews, the research-
er made notes including contextual descriptions, any non-
verbal responses to questions made by participants.

Data analysis

a full literal transcription of each interview was produced, 
as well as researcher field notes.24 a thematic analysis was 
performed32 by three researchers (prM, JGr, dpc). all 
the texts obtained after the transcription of the interviews 
were subsequently coded and analyzed. The codification 
and identification of themes was performed via reading 
the overall text, as well as paragraph and in-depth analy-
sis conducted line by line. the coding took place accord-
ing to the following phases: in the first place, significant 
units were identified, afterwards these were grouped ac-
cording to common meanings, and finally themes and sub-
themes were identified.32 the data obtained was analyzed 
separately for both the unstructured and semi-structured 

after the initial data collection, new areas of interest were 
identified: 1) the meaning of PR; B) PR in the home; C) 
the influence of PR on the daily care of the child; 4) fac-
tors of the illness for which pr is most useful; and 5) the 
influence of PR on the child’s quality of life. Therefore, it 
was necessary to develop a second study phase in order to 
deepen our knowledge regarding these new areas of inqui-
ry. during the second phase, a question guide was elabo-
rated (table i) using the data obtained in the unstructured 
interviews that took place in the first phase, and which 
were used as a basis for the format of the semi-structured 
interviews.24, 25 the participants involved in this second 
phase were the same as the first phase, in order to provide 
a more in-depth portrayal of their experience.26 in total, in 
both phases, 28 interviews were performed.

the interviews were tape-recorded and transcribed ver-
batim.31 Researcher field notes were collected during both 
stages. all interviews were performed individually in the 
participants’ homes (Madrid, spain) and lasted two hours 

Table I.— Guide of semi-structured questions.
research areas Questions

Meaning of physical rehabilitation and 
prior experiences

What does physical rehabilitation mean to you?
how has your experience been with the physical rehabilitation received?
prior to the intervention in your home, what type of physical rehabilitation had your child received?
how has your experience been with the physical rehabilitation received in the past?

physical rehabilitation in the home What type of physical rehabilitation has your child received at home?
How do you think the physical rehabilitation received in your home has influenced your child?
What does it give you, as the main carer of your child?
Do you think the intervention received has been sufficient? What do you feel was lacking?
What do you think has been the benefit of not having to go somewhere (i.e. go to the hospital or educational 

center) to receive physical rehabilitation?
have the recommendations provided by the physical rehabilitation been useful for the management of your 

child at home?
What have you learnt from the physical rehabilitation intervention in your home?

Influence of physical rehabilitation on the 
daily care and management of the child

in what aspects of the child have you noticed changes? if these have been negative, what are they?

factors of the illness for which physical 
rehabilitation is most useful

How has physical rehabilitation influenced your child?

future expectations regarding the 
influence of physical rehabilitation on 
the child’s quality of life

What do you expect from physical rehabilitation?

figure 1.—description of the data analysis process.
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assessed the study research protocol, focusing on aspects 
concerning the methods applied and the study design, fol-
lowing the COREQ guidelines; and c) participants’ verifi-
cation, this consisted of asking the participants to confirm 
the data obtained during the stages of data collection and 
analysis.24 the external researcher is a phd, and is pro-
fessor at a different university from the other researchers, 
with experience in qualitative designs.

Results

fourteen parents were included. the average age of the 
fathers was 43.25 (sd±8.66) years, and 40.3 (sd±6.33) 
years in the case of the mothers. the average age of the 
children was 8.91 (sd±4.83) years. the characteristics of 
the parents and children are shown in table ii. the parents 
are presented in the results under the code “f” for father 
and “M” for mother, followed by the number of partici-
pants and the age of children (aoc).

three major themes representing parents’ experiences 
of home-based pr in ppc were extracted from the inter-

interviews. subsequently, in both phases, a coding grid 
was created with the meaning units, their groups and the 
identified themes.33 Within this grid, we identified the nar-
ratives that justified the results obtained. Thereafter, group 
sessions were performed among the researchers, during 
which the themes of both phases demonstrating the par-
ents’ experiences were analyzed and compared.33 lastly, 
the final themes were obtained, similarly integrating the 
narratives from the unstructured and semi-structured inter-
views. The final themes were decided via researcher con-
sensus.24, 25 no data analysis software was used (figure 1).

Quality criteria

the consolidated criteria for reporting Qualitative re-
search (corEQ) were followed.30 the data reliabil-
ity method consisted of: 1) cross-triangulation by the re-
searcher (each interview was analyzed by three research-
ers). thereafter, team meetings were performed in which 
the analyses were compared and themes were identified; 2) 
auditing the material obtained from 10 randomly selected 
cases by an external researcher. the external researcher 

Table II.— Profile of participants.
participant 
code

age of parents 
(years)

number of 
children diagnosis of child associated pathologies time (in months) within 

the palliative care program

f1/M1 51 and 49, 
respectively

1 severe acquired brain damage respiratory and musculoskeletal pathologies 7

M2 41 2 cerebral palsy respiratory and musculoskeletal pathologies 48
f3/M3 41 and 40, 

respectively
3 cerebral palsy respiratory and musculoskeletal pathologies 17

M4 49 3 cerebral palsy respiratory and musculoskeletal pathologies 16
M5 42 2 cerebral palsy respiratory and musculoskeletal pathologies 13
M6 44 3 cerebral palsy respiratory and musculoskeletal pathologies 12
M7 38 1 Unidentified polymalformative 

syndrome
neurological, respiratory, digestive, renal and 

musculoskeletal pathologies
6

M8 38 2 patau syndrome neurological, respiratory and musculoskeletal 
pathologies, polydactyly, anophtalmia

1

M9 33 3 hydranencephaly: congenital 
malformation of the central 
nervous system

neurological, respiratory and musculoskeletal 
pathologies

5

f10 49 1 Unidentified mitochondrial disease neurological, respiratory and renal 
pathologies

30

f11/M11 32 and 29, 
respectively

1 tay-sachs disease neurological, respiratory and musculoskeletal 
pathologies

24

Table III.— Themes and subthemes.
themes subthemes

theme 1: the meaning of physical rehabilitation to parents subtheme: personal experience.
subtheme: strategies.

theme 2: physical rehabilitation as an opportunity for patients to stay in their 
home

Subtheme: selecting specific intervention.
subtheme: empowering the family
subtheme: professional attitude and training
subtheme: meeting needs and expectations

theme 3: home-based physical rehabilitation as part of the family social 
environment.

subtheme: receiving institutional health support
Subtheme: compensating for the influence of environmental conditions
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giving him his medication.”(M3, aoc10), .”... techniques 
such as Vojta, have not been well suited to the child’s ex-
ercise tolerance, has caused more fatigue ... we stopped 
doing it because it was not going well.” (M9, aoc5)

pr is experienced as a tool for problem solving, which 
can improve the daily life of children, although it is neces-
sary to find the appropriate PR for their needs.

Theme 2: physical rehabilitation as an opportunity for 
patients to stay in their home environment

the parents described how pr applied in the family nu-
cleus was “special”, as it adapted to the health conditions 
and needs of the children at that specific point in time. It 
gave them the opportunity of staying in much closer con-
tact with their children during whatever time they had left, 
with trust and confidence.

Subtheme: selecting a specific intervention.

participants spoke of the fact that beforehand they had not 
received treatment from a pr within the ppc team. this 
was accompanied by the feeling that the intervention they 
had received was unspecific, too little and came late. Al-
beit, however minimal, it was still perceived as being posi-
tive and indispensable.

“it isn’t the same, these are the same techniques that are 
applied at the hospital, but at the same time it feels dif-
ferent, the amount of care, the greater sensitivity... they 
not only respect our son, but also ourselves and our home. 
nothing is imposed; rather, it is shared...” (M7, aoc7), “…
he wasn’t crooked any more, neither did he deform, he 
grew straight at least, and in terms of functions such as 
breathing, these things are essential.” (f3, aoc10)

Subtheme: empowering the family

the home-based pr intervention helped the parents feel 
supported and trust themselves enough to apply some of 
the techniques, as well as improving their ability to resolve 
any incidents.

“the fact a physical therapist has come to the home has 
given me a sense of greater support and trust in myself…” 
(M1, aoc14)

Subtheme: professional attitude and training

the attitude of the physical therapist within the ppc team 
had a positive influence on the parents, making them feel 
more supported.

“at home it is different, they not only apply the tech-
nique, but they teach it to you and train you, and so they 
involve you in the treatment and with your son. they make 

views: 1) the meaning of pr to parents; 2) pr as an oppor-
tunity for patients to stay in their home environment; and 
3) home-based pr as part of the families’ social environ-
ment table iii.

The narratives reflect the therapeutic strategies followed 
in pr at home, adapting to the health conditions and needs 
of the children. parents narrated how motor, respiratory, 
positioning and management techniques were used, as 
well as education and training for parents.

Theme 1: the meaning of physical rehabilitation to par-
ents

this refers to the experience parents have of the pr re-
ceived by their children in different settings. the parents 
formed their own concept regarding what pr meant for 
them. Parents identified PR as “a technique” that improves 
the quality of life of the child on a global level, that forms 
a part of their life and allows the child to be in touch with 
their surroundings.

Subtheme: personal experience

participants described how, from the moment they were 
given the diagnosis of their child, they sought solutions to 
help their child face the disease. this included problem-
solving strategies, and pr became the treatment of choice 
from very early ages. the parents often spoke of perform-
ing a sort of “pilgrimage” in order to find the best method 
of pediatric pr for their child.

“… it is really important, my son couldn’t be without 
physical therapy, it’s part of his life and it is what helps 
him to connect with the outer world.” (M7, aoc 7), “…
it’s very hard, because we took him to Vojta treatments, 
we also tried the fay institutes, and then normal physical 
therapy. respiratory physical therapy was the last thing we 
introduced. We have tried everything that seemed neces-
sary.” (f3, aoc10)

Subtheme: strategies

although most parents spoke of positive experiences with 
pr, in some cases, parents shared negative experiences re-
lated to the therapeutic strategy used on the children. as a 
result of receiving pr, parents spoke of the many changes 
they had observed in their children regarding their motor 
skills, as well as commenting on the progression of the 
treatment over time. they highlighted the changes relating 
to the child’s body structure and functioning.

“physical therapy became an obligation, like washing 
one’s face every day, another necessity, just like eating, or 
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Subtheme: compensating for the influence of environmental 
conditions

on the other hand, the setting where people lived or the 
way they lived their life were perceived as factors that in-
fluenced the child’s wellbeing. Among the needs voiced 
by families, parents spoke of the economic burden associ-
ated with accessing private home pr treatments for their 
children. this was an expense that they were not able to 
withstand.

the parents’ expectations regarding pr treatments were 
mainly focused on increasing quality of life. they knew 
that there was no chance of a recovery, but hoped that the 
pain and suffering could be decreased, in order to main-
tain the child’s capacity level until the end and avoid any 
fatal respiratory difficulties that could put the child’s life 
at further risk.

“changes in temperature really affect him, changes in 
weather, changes in setting. because he is immunosup-
pressed, we have to consider this. at home, maintaining 
an appropriate temperature has become a priority, cool in 
the summer and warm in the winter.”(M3, aoc10) “there 
comes a time when the hospital no longer provides reha-
bilitation, and the rehabilitation that you can provide for 
your child, at least once a week, is really expensive.” (M7, 
aoc7).

parents perceive that pr is oriented towards the home, 
integrating health care into the child’s environment, help-
ing to maintain their ties with the family, decreasing the 
economic costs and maintaining the child’s capacity in 
their own environment until the last moment.

Discussion

this study explored parents’ experiences of home-based 
pr in ppc. the results revealed the importance of pr from 
the parent’s point of view, as a key strategy used to face the 
illness in children who are terminally ill. parents perceived 
it as a valuable service in helping to increase the quality of 
life and the motor skills of their children at home. these 
needs are consistent with previous research that has shown 
that families of children with complex illnesses consider 
the maintenance of their children’s independence as the 
main objective of ppc.34

no prior studies were found to describe the use of dif-
ferent pr techniques in children receiving ppc at home. 
according to our results, we have observed that parents 
tend to “complete” the medical treatment provided by ap-
plying a number of pr techniques, perceiving the search 

you closer to him” (f10, aoc3), “respiratory physical ther-
apy is important. We know this is the weakness that our 
son will have, the more this is cleansed and the more it is 
worked upon, the more time we will have with him.” (M4, 
aoc15)

Subtheme: meeting needs and expectations

For most parents, the main benefit of home therapy was 
keeping their son in their own environment and thus avoid-
ing unnecessary trips to the hospital.

“the fact that they can come to the house is a great 
help, we feel that it is vital that everything be done at 
home, with his friends, his toys. staying at home is a 
part of the therapy.” (M7, aoc7), “the fact of not having 
to move in order to receive physical therapy has meant 
everything to us. for her, getting out of the house implies 
suffering, due to the pain. We try to move her around as 
little as possible. Just leaving the house was like moving 
home…”(M6, aoc17).

parents view pr as an opportunity for applying care 
directed at the needs of the children, within their family 
environment, facilitating the integration of the family in 
care and supported by the open attitude of the profession-
als involved.

Theme 3: home-based physical rehabilitation as part of 
the family social environment

this refers to how pr is integrated within the social con-
text of the family and their surrounding environment. it 
is considered as another source of support for the family.

Subtheme: receiving institutional health support

the institutional support that the families received in or-
der to face their children’s illness, conditioned their expe-
rience. the majority of children had been treated in early 
intervention centers, in hospitals and in special education 
centers, but when the health status of their children had 
worsened, the families were forced to stay at home with 
their child. furthermore, the assistance granted by the ppc 
unit was perceived by all parents as an essential and neces-
sary source of support.

“i had to accept help from neighbors, friends and the 
ppc unit, i had to realize that i wasn’t alone.” (M9, aoc5), 
“i feel very accompanied, because i have the tools to face 
things. When i can’t take it any longer, i go to them” (M6, 
aoc17), “it hasn’t been possible to go back to school and 
because of the continuous food pump... he hasn’t been able 
to adapt to the pace of a class.” (f5, aoc10)
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enriching families by providing these with resources that 
grant them the possibility of taking decisions during the 
illness at the level of treatment or even prevention, identi-
fying strategies to be followed or aspects to be tested and 
modified.1 to accomplish this, service delivery must be 
organized in a way that allows health professionals to pro-
vide higher levels of input in the early stages while parents 
come to terms with their role in this process. peplow et 
al.41 defend the need for integrating the family of children 
with cerebral palsy within a holistic model, based on the 
fact that the perspectives of parents must be included in the 
decision-making. furthermore, they conclude that thera-
py provided at home is characterized by the prescription 
based on the child’s damage, even though the child may 
not be in a terminal situation. our study also highlights 
the influence of the interaction with the rehabilitation team 
prescribing the exercise program, recognizing the impor-
tance of the professional’s attitude when working with par-
ents in the home.

a sense of concern was reported on behalf of the par-
ents who participated in this study, in relation to their chil-
dren’s pain, functionality and respiratory health, as their 
main needs. This reflects the picture described in previ-
ous research, which is in line with the main symptoms 
described.37 This also fits with recommendations for the 
application of pr in children with spasticity and for the 
management of respiratory secretions.40, 42

parents felt that the existence of a specialized home-
based resource for covering the needs of their children and 
helping them was essential. this is in line with previous 
research that described how the intervention of a special-
ized pediatric palliative home care team improved the 
symptoms and quality of life of the affected children.43-45 
the parents noted that the intervention of a specialized 
team was a quality factor when considering the end-of-life 
care of children, as well as a main determinant of families’ 
satisfaction. the similarities regarding the perception of 
symptoms between parents and therapists appears to be a 
predictive factor for palliative care.37

researchers have consistently shown that social factors, 
such as support from the community, together with eco-
nomic income have a substantial impact on the children’s 
family. altay et al.46 proved that the mothers of children 
suffering from cancer require greater social support, in the 
form of emotional support and information. also, Gies-
brecht et al.47 described how education on the process, ac-
cess to social support networks, and being in employment, 
are factors that influence the ability for caregivers to face 
problems. The need for financial support was addressed by 

from one technique to another as a sort of “pilgrimage.” 
this particular struggle could cause an adverse interaction 
between different expected effects or even influence the 
efficacy of the treatment.

in our study, home-based pr was perceived positively 
based on the personal experiences of participants, con-
sidering the weaknesses of the children involved and the 
limitations of their motor skills. likewise, savio et al.35 
described favorable experiences regarding the home inter-
ventions of physical therapists in children suffering from 
cancer, which was useful for ensuring the continuity of the 
same.

The importance of PR as a strategy is reflected in the 
directives gathered within the clinical guide of the rain-
bows children’s hospice for children with life-limiting 
conditions in the uK.36 Without appropriate treatment, the 
consequence is a further increase in pain, together with 
the inability to leave the house, and an increased risk of 
respiratory infections. these authors recommend pr for 
cough management and drainage of secretions, as noted 
by the parents in our study. a study by Vollenbroich et 
al.37 on pediatric palliative home care revealed that dys-
pnea (61%) and pain (58%) were the dominant symptoms 
with an overall high symptom load (83%). the Eapc11, 12 
established that for the control of pain and other physical 
symptoms, all children should have access to a profession-
al pr treatment 24 hours a day, 365 days a year. cheville 
et al.16 propose the definition of “palliative rehabilitation,” 
on the basis that many patients could benefit from pallia-
tive rehabilitation within palliative care, which may lead 
to improvements of mobility and functionality, therefore 
delaying disability. likewise, these authors describe the 
need to overcome obstacles such as the limited familiar-
ity with manual interventions and rehabilitation services 
that many palliative clinicians have, as well as misunder-
standings regarding the processes of disability and the lack 
of rehabilitation service delivery models in the advanced 
cancer population.

our results show that the application of certain tech-
niques on children can condition the experience of the 
parents regarding these therapies. the opportunity for 
providing families with education and training was one 
of the outcomes which gave parents the most satisfaction. 
the family-centered approach promotes the development 
of competencies on a family level, enabling parents to act 
more effectively within their daily context. previous stud-
ies have demonstrated the effectiveness and the positive 
influence of the family-centered model in disabled chil-
dren and their families.1, 38-40 this is primarily aimed at 
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Strengths and limitations of the study

the strengths of our study include the use of triangula-
tion (by researchers to participants, methods, and collected 
data) and participant validation of the data obtained to en-
sure confidence in the truth of the findings. Additionally, 
including children with different illnesses has allowed us 
to have a much broader perspective of the experience of 
home-based pr. the limitations are that the children of the 
parents interviewed varied considerably in age; therefore, 
the age of the child may influence the parent’s experience. 
also, the present study has included 14 participants, and 
28 interviews have been performed. previous qualitative 
studies,24, 25, 55 describe how the total number of partici-
pants included does not depend on a previous calculation 
of the sample size, rather it is based on the saturation or 
redundancy of the information obtained in the interviews. 
turner-bowker et al.56 reported that 92-97% of the satura-
tion can be analyzed after interview number 15 and 20. 
finally, both partners could not be included in all cases 
(i.e. both the father and the mother), this was because in 
some cases one of the partners declined participating in 
the study.

Conclusions

from the parents’ perspective, home-based pr is a useful 
tool in responding to the needs of children who require 
palliative care. family training on behalf of the pr is an 
essential part of this process. the experience of including 
a pr within a ppc team was positively perceived by the 
parents. these results describe the need for incorporating 
pr within ppc services, providing holistic healthcare and 
support for the children with life-threatening illnesses and 
their families. this study highlights the need for integrat-
ing pr care as a continuum within different care contexts 
(i.e. the hospital, the community, the home). furthermore, 
these findings may help improve our understanding of the 
role of the child and family environment for developing 
care that is adapted to the needs of children, using their 
homes as a therapeutic environment for rehabilitation.

References

1. brock KE, Wolfe J, ullrich c. from the child’s Word to clinical inter-
vention: novel, new, and innovative approaches to symptoms in pediat-
ric palliative care. children (basel) 2018;5:E45. 
2. nelson KE, feinstein Ja, Gerhardt ca, rosenberg ar, Widger K, 
faerber Ja, et al. Emerging Methodologies in pediatric palliative care 
research: six case studies. children (basel) 2018;5:E32. 

most parents in our study due to the high costs required in 
order to care for their children, which is a concept that is 
mentioned by Weidner et al.48 within the access to care and 
resources as part of the 7 dimensions that are important for 
the parents of children receiving end-of-life care.

pediatric palliative care is considered to be framed with-
in the family centered model, as this approach acts upon 
the child and the family as inseparable units, aimed at im-
proving the quality of life of both parties.49 the rehabili-
tation programs within ppc comprise programs in which 
the main objective is the reduction of mobility dependence 
and the inclusion of self-care activities in association 
with the provision of comfort and emotional support.50, 51 
the main difference between rehabilitation in palliative 
care compared to mainstream rehabilitation programs is 
marked by the concept “rehabilitation in reverse.”52 this 
is defined as:“… another model with which we can fully 
utilize our therapeutic skills to maximize safe functional 
mobility and independence. Instead of the progressive im-
provement possible with a stable disease condition, in pal-
liative medicine there is likely to be a progressive decline. 
Along the way, a physical therapist can provide training 
at many levels.”52 thus, rehabilitation-in-reverse is where 
and when the patient is rehabilitated through every step of 
their physical decline towards death. Regarding the flux of 
children with cp from one type of rehabilitation approach 
to the other (from mainstream rehabilitation to rehabili-
tation within palliative care), several signs may mark the 
need for this change. these include: reaching a turning 
point in the child’s evolution, reaching a state of irrevers-
ibility and growing frailty, and failure to respond – or a de-
creased response – to conventional therapeutic measures 
applied in mainstream programs.53 Due to the difficulty 
distinguishing such a turning point, several authors have 
developed screening tools targeted at health professionals, 
in order to help identify children who may benefit from a 
palliative care program. this is the case of a tool devel-
oped by the multidisciplinary team at helen & douglas 
house hospices,53 designed to identify children belonging 
to four of the disease classifications (e.g. cerebral palsy) 
who may be eligible for receiving pediatric palliative care 
services.9

our results can be applied in clinical practice, to stimu-
late the involvement of parents in care, to facilitate their 
learning process and promote the development of strate-
gies for problem solving in the everyday care of their chil-
dren. furthermore, the impact of the implementation of 
ppc rehabilitation programs on the organization of health-
care services should be studied.54



hoME-basEd rEhabilitation for childrEn in palliatiVE carE rico-MEna

Vol. 55 - no. 4 EuropEan Journal of physical and rEhabilitation MEdicinE 503

24. carpenter c, suto M. Qualitative research for occupational and 
physical therapists. oxford: blackwell publishing; 2008.
25. creswell JW, poth cn. Qualitative inquiry and research design. 
Choosing among five approaches. Fourth edition. Thousand Oaks, CA: 
sage; 2018.
26. Kendall M, Murray sa, carduff E, Worth a, harris f, lloyd a, et al. 
use of multiperspective qualitative interviews to understand patients’ and 
carers’ beliefs, experiences, and needs. bMJ 2009;339:b4122. 
27. herbert r, Jamtvedt G, hagen Kb, Mead J. practical Evidence-based 
physiotherapy. second edition. oxford, uK: Elsevier churchill living-
stone; 2011. p. 28-29.
28. curry la, nembhard iM, bradley Eh. Qualitative and mixed meth-
ods provide unique contributions to outcomes research. circulation 
2009;119:1442–52. 
29. o’brien bc, harris ib, beckman tJ, reed da, cook da. standards 
for reporting qualitative research: a synthesis of recommendations. acad 
Med 2014;89:1245–51. 
30. tong a, sainsbury p, craig J. consolidated criteria for reporting qual-
itative research (corEQ): a 32-item checklist for interviews and focus 
groups. int J Qual health care 2007;19:349–57. 
31. Kuper a, reeves s, levinson W. an introduction to reading and ap-
praising qualitative research. bMJ 2008;337:a288. 
32. braun V, clarke V. using thematic analysis in psychology. Qual res 
psychol 2006;3:77–101. 
33. Miles Mb, huberman aM, saldaña J. Qualitative data analysis. a 
Methods sourcebook. third edition. thousand oaks, ca: sage; 2014.
34. tamburro rf, shaffer Ml, hahnlen nc, felker p, ceneviva Gd. 
care goals and decisions for children referred to a pediatric palliative care 
program. J palliat Med 2011;14:607–13. 
35. savio c, Garaventa a, Gremmo M, camoriano r, Manfredini l, 
fieramosca s, et al. feasibility of integrated home/hospital physio-
therapeutic support for children with cancer. support care cancer 
2007;15:101–4. 
36. Jassal ss. basic symptom control in paediatric palliative care [in-
ternet]. nineth edition; [internet]. available from: http://www.icpcn.org/
wp-content/uploads/2013/09/rainbows-basic-symptom-control-in-pae-
diatric-palliative-care-ninth-Edition-pdf.pdf [cited 2019, May 6].
37. Vollenbroich r, borasio Gd, duroux a, Grasser M, brandstätter M, 
führer M. listening to parents: the role of symptom perception in pediat-
ric palliative home care. palliat support care 2016;14:13–9. 
38. bamm El, rosenbaum p. family-centered theory: origins, develop-
ment, barriers, and supports to implementation in rehabilitation medicine. 
arch phys Med rehabil 2008;89:1618–24. 
39. King s, teplicky r, King G, rosenbaum p. family-centered service 
for children with cerebral palsy and their families: a review of the litera-
ture. semin pediatr neurol 2004;11:78–86. 
40. resa a, hakan n. family-centered approach in the Management of 
children With cerebral palsy. turk J phys Med rehab. 2012;58:229–35.
41. peplow uc, carpenter c. perceptions of parents of children with ce-
rebral palsy about the relevance of, and adherence to, exercise programs: 
a qualitative study. phys occup ther pediatr 2013;33:285–99. 
42. fitzgerald da, follett J, Van asperen pp. assessing and managing 
lung disease and sleep disordered breathing in children with cerebral pal-
sy. paediatr respir rev 2009;10:18–24. 
43. friedrichsdorf sJ, postier a, dreyfus J, osenga K, sencer s, Wolfe J. 
improved quality of life at end of life related to home-based palliative care 
in children with cancer. J palliat Med 2015;18:143–50. 
44. sheetz MJ, bowman Ma. parents’ perceptions of a pediatric pallia-
tive program. am J hosp palliat care 2013;30:291–6. 
45. Vollenbroich r, duroux a, Grasser M, brandstätter M, borasio 
Gd, führer M. Effectiveness of a pediatric palliative home care team 
as experienced by parents and health care professionals. J palliat Med 
2012;15:294–300. 

3. drake r. palliative care for children in hospital: essential roles. 
children (basel) 2018;5:E26. 
4. Vissers Kc, van den brand MW, Jacobs J, Groot M, Veldhoven c, Ver-
hagen c, et al. palliative medicine update: a multidisciplinary approach. 
pain pract 2013;13:576–88. 
5. bergstraesser E. pediatric palliative care-when quality of life becomes 
the main focus of treatment. Eur J pediatr 2013;172:139–50. 
6. siden h. pediatric palliative care for children with progressive non-
Malignant diseases. children (basel) 2018;5:E28. 
7. Lindley LC, Lyon ME. A profile of children with complex chronic 
conditions at end of life among Medicaid beneficiaries: implications for 
health care reform. J palliat Med 2013;16:1388–93. 
8. hain r, devins M, hastings r, noyes J. paediatric palliative care: 
development and pilot study of a ‘directory’ of life-limiting conditions. 
bMc palliat care 2013;12:43. 
9. the association for children’s palliative care (act). a Guide to the 
development of children’s palliative care services: report of the Joint 
Working party of the association for children with life-threatening or ter-
minal conditions and their families. act and the royal college of paedi-
atrics and child health (rcpch); fourth edition. bristol, uK: act; 2018.
10. Komatz K, carter b. pain and symptom management in pediatric pal-
liative care. pediatr rev 2015;36:527–33, quiz 534. 
11. European association for palliative care. iMpacct: standards for 
paediatric palliative care in Europe. Eur J palliat care 2007;14:2–7.
12. European association for palliative care. palliative care for infants, 
children and young people: the facts. rome: the fondazione Maruzza 
lefebvre dÓvidio onlus; 2009.
13. European physical and rehabilitation Medicine bodies alliance. 
White book on physical and rehabilitation Medicine (prM) in Europe. 
Chapter 1. Definitions and concepts of PRM. Eur J Phys Rehabil Med 
2018;54:156–65. 
14. European physical and rehabilitation Medicine bodies alliance. 
White book on physical and rehabilitation Medicine (prM) in Europe. 
Chapter 7. The clinical field of competence: PRM in practice. Eur J Phys 
rehabil Med 2018;54:230–60. 
15. Buss T, de Walden-Gałuszko K, Modlińska A, Osowicka M, Li-
chodziejewska-niemierko M, Janiszewska J. Kinesitherapy alleviates 
fatigue in terminal hospice cancer patients-an experimental, controlled 
study. support care cancer 2010;18:743–9. 
16. cheville al, Morrow M, smith sr, basford Jr. integrating function-
directed treatments into palliative care. pM r 2017;9(9s2):s335–46. 
17. feldstain a, lebel s, chasen Mr. the longitudinal course of depres-
sion symptomatology following a palliative rehabilitation program. Qual 
life res 2017;26:1809–18. 
18. Jensen W, bialy l, Ketels G, baumann ft, bokemeyer c, oechsle K. 
physical exercise and therapy in terminally ill cancer patients: a retrospec-
tive feasibility analysis. support care cancer 2014;22:1261–8. 
19. carson K, Mcllfatrick s. More than physical function? Explor-
ing physiotherapists’ experiences in delivering rehabilitation to pa-
tients requiring palliative care in the community setting. J palliat care 
2013;29:36–44. 
20. Knapp ca, Madden Vl, curtis cM, sloyer p, shenkman Ea. family 
support in pediatric palliative care: how are families impacted by their 
children’s illnesses? J palliat Med 2010;13:421–6. 
21. Kars Mc, Grypdonck Mh, van delden JJ. being a parent of a 
child with cancer throughout the end-of-life course. oncol nurs forum 
2011;38:E260–71. 
22. Krishnan s, pappadis Mr, Weller sc, fisher sr, hay cc, reistet-
ter ta. patient-centered mobility outcome preferences according to indi-
viduals with stroke and caregivers: a qualitative analysis. disabil rehabil 
2018;40:1401–9. 
23. Krishnan s, pappadis Mr, Weller sc, stearnes M, Kumar a, otten-
bacher KJ, et al. needs of stroke survivors as perceived by their care-
givers: a scoping review. am J phys Med rehabil 2017;96:487–505. 



rico-MEna  hoME-basEd rEhabilitation for childrEn in palliatiVE carE

504 EuropEan Journal of physical and rEhabilitation MEdicinE august 2019 

itation for palliative care patients. am J hosp palliat care 2015;32:34–43. 
52. briggs r. Models for physical therapy practice in palliative medicine. 
rehabil oncol 2000;18:18–21. 
53. harrop E, Edwards c. how and when to refer a child for specialist 
paediatric palliative care. arch dis child Educ pract Ed 2013;98:202–8. 
54. Verberne lM, Kars Mc, schepers sa, schouten-van Meeteren ay, 
Grootenhuis Ma, van delden JJ. barriers and facilitators to the implemen-
tation of a paediatric palliative care team. bMc palliat care 2018;17:23. 
55. Malterud K, siersma Vd, Guassora ad. sample size in Qualita-
tive interview studies: Guided by information power. Qual health res 
2016;26:1753–60. 
56. turner-bowker dM, lamoureux rE, stokes J, litcher-Kelly l, Gal-
ipeau n, yaworsky a, et al. informing a priori sample size Estimation in 
Qualitative concept Elicitation interview studies for clinical outcome 
assessment instrument development. Value health 2018;21:839–42. 

46. Altay N, Kilicarslan E, Sarı Ç, Kisecik Z. Determination of social 
support needs and expectations of mothers of children with cancer. J pedi-
atr oncol nurs 2014;31:147–53. 
47. Giesbrecht M, Wolse f, crooks Va, stajduhar K. identifying socio-
environmental factors that facilitate resilience among canadian pal-
liative family caregivers: a qualitative case study. palliat support care 
2015;13:555–65. 
48. Weidner nJ, cameron M, lee rc, Mcbride J, Mathias EJ, bycz-
kowski tl. End-of-life care for the dying child: what matters most to 
parents. J palliat care 2011;27:279–86. 
49. Gilmer MJ. pediatric palliative care: a family-centered model for 
critical care. crit care nurs clin north am 2002;14:207–14. 
50. Javier ns, Montagnini Ml. rehabilitation of the hospice and pallia-
tive care patient. J palliat Med 2011;14:638–48. 
51. Barawid E, Covarrubias N, Tribuzio B, Liao S. The benefits of rehabil-

Conflicts of interest.— The authors certify that there is no conflict of interest with any financial organization regarding the material discussed in the manuscript
Authors’ contributions.—patricia rico-Mena designed and coordinated the study, recruited the participants, performed analyses, interpreted the data, and 
drafted the manuscript; lourdes chocarro-Gonzalez participated in the design of the study, collected data, and contributed to data analysis; ricardo Martino-
alba contributed to recruitment of the patients, and acquisition of data; Javier Gueita-rodriguez participated in the design of the study, collected data, and 
contributed to data analysis and interpretation, and revised the article; domingo palacios-ceña participated in the conception and design of the study, con-
tributed to the interpretation of the results, and drafted the manuscript. All authors read and approved the final manuscript.
Acknowledgements.—the authors thank all parents involved in this study. We also extend a special thanks to isabel Quintero for her assistance with the 
write-up and review of this study.
Article first published online: February 15, 2019. - Manuscript accepted: February 14, 2019. - Manuscript revised: January 21, 2019. - Manuscript received: 
august 3, 2018.


