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ABSTRACT

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 Nifio Jesus (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-Cefia D, Martino-Alba R, Chocarro-Gonzalez L, Giieita-Rodriguez J. The impact of home-based physical
rehabilitation program on parents’ experience with children in palliative care: a qualitative study. Eur J Phys Rehabil Med 2019;55:494-504. DOI:
10.23736/S1973-9087.19.05474-1)

KEY worDSs: Rehabilitation; Palliative Care; Child; Qualitative research; Home Care Services.

Pediatric palliative care (PPC) is the active, comprehen- ing the first year of life, mainly due to perinatal causes
sive care of the child’s body, mind and spirit; which such as premature births, congenital syndromes and neu-
includes providing support to the family.!. 2 Increasingly, rological anomalies. In older children, the causes of death
PPC is recognized as an essential part of any healthcare are related to acquired lesions (accidents or traumas) and
system.3.4 Up to 50% of deaths in infancy take place dur- complex chronic conditions (CCC).3: 5 ¢ Lindley et al.
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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.?

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.!.3.¢ 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,® 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.¢ 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.! 3, 10

The European Association for Palliative Care
(EAPC)!. 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,!3- 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.”!3

Several studies have researched the application of PR
within palliative care,!5-18 highlighting the need for further
studies in order to research the role of PR in life-threaten-
ing disease.!” In this sense, Cheville et al.'6 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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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.2! 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,?2 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 Nifio Jesus 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.2” The data
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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.2

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.? 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 Niflo Jests, 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.!4 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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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?”
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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

Factors of the illness for which physical
rehabilitation is most useful

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

In what aspects of the child have you noticed changes? If these have been negative, what are they?
How has physical rehabilitation influenced your child?

What do you expect from physical rehabilitation?

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.2¢ In total, in
both phases, 28 interviews were performed.

The interviews were tape-recorded and transcribed ver-
batim.3! Researcher field notes were collected during both
stages. All interviews were performed individually in the
participants’ homes (Madrid, Spain) and lasted two hours

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
performed3? 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

Rescarcher 1 | Step 3. Step 4. Step 5.
(PRAD Step 1. Step 2 Identification of Coding Grid of unstructured Step 6.
ep 2. entification o Data organization nterviews and Step 7.
L. meaning units & listing from: . . . .
Researcher 2 Transcriptions Text is from: g : semi-structured interviews Analysis
> of unstructured —> > ’ > > theme results from: —>| group [—>{Final themes
(DPC) . . broken down S .
interviews and into relevant | Unstructured Unstructured session: obtained by
semi-structured units interviews interviews | Researcher 1 | theme consensus.
Researcher 3 > are read. Semi-structured Semi-structured l Researcher 2 | comparison.
(JGR) interviews interviews | Researcher 3 |
Figure 1.—Description of the data analysis process.
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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.?4.25 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 ll.—Profile of participants.

HOME-BASED REHABILITATION FOR CHILDREN IN PALLIATIVE CARE

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-

Participant ~ Age of parents Number of ; . . ; ; Time (in months) within
code : £ (yeallbrs) children Diagnosis of child Associated pathologies the pall(iative care)program
F1/M1 51 and 49, 1 Severe acquired brain damage Respiratory and musculoskeletal pathologies 7
respectively
M2 41 2 Cerebral palsy Respiratory and musculoskeletal pathologies 48
F3/M3 41 and 40, 3 Cerebral palsy Respiratory and musculoskeletal pathologies 17
respectively
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 Neurological, respiratory, digestive, renal and 6
syndrome musculoskeletal pathologies
M8 38 2 Patau syndrome Neurological, respiratory and musculoskeletal 1
pathologies, polydactyly, anophtalmia
M9 33 3 Hydranencephaly: congenital Neurological, respiratory and musculoskeletal 5
malformation of the central pathologies
nervous system
F10 49 1 Unidentified mitochondrial disease ~ Neurological, respiratory and renal 30
pathologies
F11/M11 32 and 29, 1 Tay-Sachs disease Neurological, respiratory and musculoskeletal 24
respectively pathologies
TABLE UL.—Themes and subthemes.
Themes Subthemes
Theme 1: the meaning of physical rehabilitation to parents Subtheme: personal experience.

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

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

Subtheme:
Subtheme:
Subtheme:
Subtheme:
Subtheme:
Subtheme:
Subtheme:

strategies.

selecting specific intervention.

empowering the family

professional attitude and training

meeting needs and expectations

receiving institutional health support

compensating for the influence of environmental conditions
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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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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
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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,
aocl?)

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, [ 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,
aocl7), “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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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
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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
al37 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 EAPC!!. 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.'¢ 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.!> 38-40 This is primarily aimed at
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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.! 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.*! 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.3” 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.3’

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.4¢ 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
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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 e 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.4® 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.”s2 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,* 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.?

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
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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.5¢ 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.
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