Journal of Pediatric Nursing 69 (2023) e73-e79

Contents lists available at ScienceDirect

Journal of Pediatric Nursing

journal homepage: www.pediatricnursing.org =—

Stories of restitution: Family experiences of diagnosis and help-seeking L))

for a child with cerebral palsy

Emmanuel Asante **, Joanne S. Lymn °, Claire Diver °

Check for
| updates

2 Faculty of Health, Psychology and Social Care, University of Derby, School of Health Sciences, University of Nottingham, United Kingdom

b School of Health Sciences, University of Nottingham, Nottingham, United Kingdom

ARTICLE INFO ABSTRACT

Atrticle history:

Received 20 July 2022
Revised 9 December 2022
Accepted 9 December 2022

Keywords:
Cerebral palsy

Restitution N o
with chronic illnesses.

Background: The experience of living with children with CP is dominated by the voice of the mother while others
are rarely reported. Incorporation of the voices of other family members is important for a holistic understanding.
Methods: Drawing on the philosophical perspectives of pragmatism, generic qualitative methodology, and
Frank's narratives, this article highlights how restitution was constructed by 30 family members.

Findings: They constructed restitution by hoping for a cure through either biomedical and/or alternative models
of treatment, followed by intransitive and transcendent restitution.

Discussion: This appears to be the first time that restitution has been extended to families living with children

ii:;lrlrlsﬁsm Application to practice: This would mean that paediatric nursing professionals and other health professionals
dealing with family members living with children with CP could attend to their stories in an open and focused
manner to honour and validate their stories as well as their experiences.
© 2022 The Authors. Published by Elsevier Inc. This is an open access article under the CC BY license (http://
creativecommons.org/licenses/by/4.0/).
Background Severe hyperbilirubinemia, neonatal seizures, birth asphyxia, irregular

Cerebral palsy (CP) is a group of movement or motor function
disorders that occur in the early stages of childhood development
(Browne & Miller, 2005; Gulati & Sondhi, 2018). It is primarily caused
by a brain development anomaly or damage to the parts of the brain
involved in movement production; this can occur during pregnancy,
childbirth, or shortly after childbirth (Gulati & Sondhi, 2018;
Miller, 2005).

Population-based study reports from around the world have
estimated that cerebral palsy prevalence ranges from 1 to nearly 4 per
thousand lives births (Durkin et al., 2016). The cause of CP is complex
and multifactorial. Multiple risk factors and aetiologies frequently
interact, giving rise to the term “causal pathway” to describe this
complicated process (Gulati & Sondhi, 2018; Vitrikas et al., 2020).
Prematurity and low birth weight are two of the most important
recognised risk factors for cerebral palsy, with the risk of CP increasing
with decreasing gestational age and birth weight (Vitrikas et al., 2020).

Abbreviations: AIDS, Acquired Immune Deficiency Syndrome; CFS/ME, Chronic
Fatigue Syndrome/Myalgic Encephalomyelitis; CP, Cerebral Palsy; KATH, Komfo Anokye
Teaching Hospital.
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menstrual cycle, preterm birth, and neonatal sepsis are the most com-
mon risk factors for CP in Ghana (Adei-Atiemo et al., 2015).

The goal of managing children with CP is to improve functionality
and capabilities, minimise progressive deformity, maintain health in
terms of locomotion, cognitive development, social interaction, and in-
dependence, and manage associated problems (Monbaliu et al., 2017;
Nahm et al,, 2018; Smith & Kurian, 2012). Early and intensive manage-
ment yields the best clinical outcomes, necessitating a multidisciplinary
team approach involving paediatricians, physical therapists, orthopae-
dic surgeons, dieticians, and occupational therapists (Monbaliu et al.,
2017; Nahm et al., 2018; Smith & Kurian, 2012).

Qualitative studies conducted on the experiences of families living
with children with CP have found that this causes emotional distress,
(de Aguiar Lélis & Cardoso, 2014; Dehghan et al., 2015; Fernandez-
Alcantara et al., 2015; Huang et al,, 2010; Kruijsen-Terpstra et al.,
2016; Milbrath et al., 2008), changes in family priorities (Baltor &
Dupas, 2013; Dantas et al., 2012; Dehghan et al., 2015; Fernandez-
Alcantara et al., 2013; Milbrath et al., 2008), Mistrust in Healthcare
Professionals, (Hayles et al., 2015; Huang et al., 2010; Iversen et al.,
2013; Kruijsen-Terpstra et al., 2016; Whittingham et al., 2011), Negative
societal attitudes, (Alaee et al., 2015; Baltor & Dupas, 2013; Dehghan
etal, 2015; Huang et al., 2012) and an increased need for family support.
However, these studies have mostly focused on the voices of mothers
and that of other family members are rarely reported. The child with
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CP is considered a valuable member of the Ghanaian family and caring
for such a child is deemed the responsibility of both the nuclear and
the extended family. It is therefore important that the voices of other
family members are reflected in research. This study considers the
experiences of living with children with cerebral palsy from a
multi-participant family perspective; it explores the diagnosis and
help-seeking period for the child's condition, using insight from the
restitution narrative of Frank's illness narratives (Frank, 1995a, 1995b).

Theoretical framework

The restitution narrative of Frank's illness narratives (Frank, 1995a,
1995b) was used as the underpinning theoretical framework for this
study. This narrative reflects a natural desire to get well and stay well
(Frank, 2013). The restitution plotline is characterised by “Yesterday |
was healthy, today I'm sick but tomorrow I'll be healthy again (Frank,
1995a, 1995Db, p.77). Frank stressed that the desire of the ill person to
get well is also compounded by others' expectations to hear restitution
stories (Frank, 2013); the plotlines are dominated by medical assess-
ments, investigations, and treatments with the aim of achieving a
‘cure’ He further proposed three ways in which restitution stories
could be told: prospectively, retrospectively and institutionally. Accord-
ing to Frank (2013) institutionalised restitution narratives model how
illness stories are to be told. They adopt the biomedical perspectives of
getting ill and the possible outcome of getting well. Retrospective
restitution stories describe the past, through the lens of biomedicine
and recount actions taken to aid the occurrence of restitution. Prospec-
tive restitution stories look into the future, assimilating various illness
outcomes and hopes for restitution to occur based on biomedical
perspectives (Frank, 2013, p. 106). The use of the restitution narrative
in this research is unique, as it provides novel insights into chronic
illness and the help-seeking behaviour of family members living with
children with cerebral palsy.

Methodology and methods

This research study employed a generic qualitative research design
underpinned by the philosophical perspectives of pragmatism. The
pragmatist philosophy provides an epistemological justification for
bringing together multiple sources of knowledge with the aim of
gaining a greater understanding of people and the world in which we
live, practice, and solve individual problems as well as social ones
(Pavlis & Gkiosos, 2017). This supports the purpose of this study; under-
standing the reality of living with a child with CP from multiple family
members' perspectives.

The research context /study setting

The study was conducted at the child health department of the
Komfo Anokye teaching hospital (KATH), located in Kumasi, the capital
city of the Ashanti region of Ghana. At the time of the study, the depart-
ment was providing services to nearly 11,276 children as in-patients
and 20,239 children as out-patients among which about 5000 children
had a diagnosis of CP.

Sampling strategy

Purposeful sampling (Patton, 2002) was used to select participants
for this study who were family members living with a child with CP.
Posters advertising the study were displayed in patient waiting areas
at the department. The study was introduced to mothers by the lead
researcher at the monthly meeting of physiotherapists and family
members. Contact information, of mothers who expressed an interest
in the study, was taken by the researcher who was also present at the
meeting. Those interested were then contacted by telephone to arrange
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an appointment to meet and discuss the study in more detail. Mothers
who consented to take part in the study were recruited into the study;
they were also asked to act as gatekeepers and identify additional family
members for the study. Arrangements were made through the mothers
for an opportunity to meet other family members to talk to them about
the study; those who expressed interest were formally recruited.

Inclusion criteria/exclusion criteria

For the purpose of this study, the term family means those individ-
uals who are considered significant in the life of the child in either the
nuclear or extended family of the child with CP. In terms of the inclusion
criteria, family members who had children with cerebral palsy that
came to the Child Health department were considered potential partic-
ipants for this study. Family members of children with CP from ages
5-17 were considered for the study. It was expected that from age 5
years and above, the family member would have lived with the child
long enough to be able to talk about experiences during diagnosis and
the growing milestones of the child. Again, the cut-off age for Children
with CP was 17 because in Ghana, it is considered that a person above
age 17 is no longer a child (Constitution of Ghana, 1992).

Regarding the exclusion criteria, family members with children with
CP below age 5 or above age 17 were excluded. Furthermore, those
family members who did not come to the Komfo Anokye teaching
hospital with their children were excluded.

Data collection: semi-structured interviews

Semistructured face-to-face interviews were used to explore the
experiences of study participants. An interview guide was developed
from existing literature on living with children with CP (Baltor &
Dupas, 2013; Dantas et al., 2012; Dehghan et al., 2015; Fernandez-
Alcantara et al.,, 2013; Milbrath et al., 2008) and from the researcher's
own clinical experience.

Interviews lasted between 60 min and 120 min. Interviews were
conducted individually in the comfort of participant homes. Questions
were formulated to capture the period when the child was diagnosed
with cerebral palsy and the experiences around this period, followed
by prompts which enabled the lead researcher to probe more into the
experiences shared by participants. All interviews were conducted in
Twi, audio-recorded, transcribed, and translated to English by the lead
researcher. The translated interviews were then back-translated to
Twi by local professional translation services to ensure that meaning
had not been lost.

Data analysis: narrative thematic analysis

Thematic analysis was done inductively in NVivo, underpinned by
Braun and Clarkes' thematic analysis steps (Braun & Clarke, 2006).
These steps included familiarising with data (listening to the audio
data, transcription, reading and reading of transcripts), generating
initial codes, searching for themes and reviewing themes, defining and
naming themes. Themes were then deductively reorganised using the
lens of the restitution narrative of Frank's illness typologies(Frank,
1995a). The lead investigator conducted the data analysis and the
co-investigators compared the findings with the data, ensuring that
they were data-driven.

Demographics

Thirty family members were recruited: 10 mothers, 6 fathers 6
siblings, and 8 extended family members whose ages ranged from 18
to 73 years. All participants lived with one child with severe CP in the
family.
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The majority (25) were Christians, 4 were Muslims and 1 participant
practised the traditional religion.

Ethics

This research was carried under the auspices of both the University
of Nottingham Faculty of Medicine and Health Sciences Research Ethics
Committee and that of the Komfo Anokye Teaching hospital in Ghana.
Voluntary informed written consent was obtained from participants
before interviews were conducted and participants were given the
opportunity to decline or withdraw from the study at any time. To com-
ply with the ethical principle of anonymity, all names of participants as
shown in the findings section are fictitious.

Study findings

Participants told both retrospective and prospective restitution
stories. The retrospective restitution narrative was influenced by how
they sought to resolve the children's condition in the past. Within the
prospective restitution stories, participants expressed the desire, hope
or a wish, for a time when the children would be returned to a “normal
state of health again”; this meant that the desire for restitution never
went away.

The restitution narrative

Participants desired restitution to happen for their children by what-
ever means possible. Their narratives were characterised by family
members suspecting something was wrong with their child, seeking
treatment for their child and the expectation that their child would be
restored to health, consistent with the restitution narrative that to
every illness there is a cure (Diver et al,, 2013a; Frank, 2013). The resti-
tution narrative was enacted by all groups of participants, but it was
dominated by parents and in particular the participants' journey of
seeking possible remedies for the children's condition. The restitution
narrative was underpinned by two themes: Help-seeking Behaviour
and Hope for a cure. The Hope for cure theme was underpinned by two
sub-themes: Intransitive hope for cure and Transcendent hope for cure.

Help-seeking behaviour

Help-seeking behaviour characterised a major part of the restitution
narrative. The journey of seeking help for their children began with
noticing that “something was wrong”; this was mostly in relation to
the delay in achieving developmental milestones evident in behaviours
or physical skills, e.g., delay in rolling over, sitting up, crawling, head
control, etc. This was typified by statements made by Margaret (grand-
mother).

“We (family members) realised it when she was above 4 months. I know
that from 2 months a child should start to sit and she should have mas-
tered sitting when she is above 4 months and can, therefore, sit on her
own but her situation was different. We tried sitting her, but she found
it difficult doing it.”..... Margaret (grandmother).

Families sought healthcare interventions for the child as, like any
other illness, they thought this would mean resolution. Decisions were
made in the family to seek appropriate help or treatment and this action
evidenced the “to-every-illness-there-is-a-remedy” plotline of the
restitution narrative (Frank, 1995a).

The delay in the developmental milestone of the child was perceived
as “something was wrong”; This led most participants to seek an expla-
nation or solution within the medical model of healthcare, further
enacting the restitution narrative. Health professionals dominated this
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part of the narrative as they conducted a variety of tests to determine
the reason for the presenting complaints, creating expectations of
explanations that would reveal what was wrong with the children,
re-enacting the restitution narrative in turn.

“They referred me to the x-ray department to have a picture of her neck.
They told me they would send the x-ray results to me on my phone
when the results were in” .... Betty (mother).

Participants were given a diagnostic label and biomedical explana-
tions as to the cause of cerebral palsy as noted through the extracts
below:

“The doctors said it would take a long time before her neck would
become stable. They also said her sitting, crawling, walking and talking
would delay and these are also obvious on the child” ...Kennedy (father).

After diagnosis, the children were scheduled to attend routine phys-
iotherapy treatments. Mostly twice a week at the initial stages,
decreased to once a week or once a month based on the expert opinions
of professionals. Participants thought the child would “get well soon”
although health professionals had not assured them of this.

“We followed their treatment regimen because we wanted the child to
get well soon so we continued going to the hospital for the exercises”
.... Mary (grandmother).

Participants had expected biomedical treatment to have brought
some improvements in the developmental milestones or provided a
remedy for the children's situation, but their expectations were not
met. They expressed how they felt when treatment didn't bring about
the expected improvements.

“We have been going for physiotherapy till now but still we have not
seen any improvement. There have been many times that we don't send
him for treatment because we don't see an improvement. Sometimes we
feel like stopping this physiotherapy treatment thing altogether” ...
Natasha (Grandmother).

Failure of treatment to meet the expectations of participants was
significant and led participants to consider alternative means of treat-
ment to augment the chances of their child getting better. They
appeared to still be trying to fulfil the “tomorrow I will get better”
restitution plotline. The different groups of participants sought alterna-
tive help for the child by accessing complementary medicine (mainly
herbal medicine).

“Mmm, yes, | remember we took her to one woman herbalist who is also
a pastor. That woman through her herbs was able to make the child sit
on her own. I guess if we had gone to the woman earlier, the child would
be walking by now. So it is that woman that made the child sit on her
own. Yea...Emelia (Grandmother).

However, participants described not disclosing their use of alterna-
tive medicine to any of the healthcare professionals involved in the
childcare as they discouraged them from seeking alternative help.

“Most of the time, we the parents who have children with this condition
go behind the health professionals to seek help from other people as they
discourage seeking alternative help. You often meet people who would
tell you, ‘I have encountered someone who had a child with this same
condition and directed him to a man who helped him. I think if you go
to see that man, he will be able to help your child as well’. So, we go
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behind health professionals to see herbalists for help very often” .... Ar-
thur (Father).

With both biomedical and alternative treatments now being used,
improvements still often did not materialise; this resulted in frustration
and disappointment:

“We gave him to some herbalist to take care of the child and cure his
condition but whatever the herbalist tried brought no results. Many
herbalists have taken huge amounts of money from us and gave us as-
surances that the child would be cured but they couldn't restore the
child to health” .... Peter (Grandfather).

However, some participants acknowledged some appreciable
improvements in the children's condition and in their hope of still
achieving restitution for their children. It appeared they felt combining
these two approaches of treatment could bring the desired outcome
they hoped for and that both biomedical and alternative approaches
must be used complementarily and not in competition with each other.

“I am convinced that the herbalists have their part to play and the
trained doctors in the various hospitals also have their part. You can
be passed through various screening and scanning machines at the hos-
pital for them to know what exactly is happening in your body, but the
native doctors do not do these scanning and screenings. So, I believe tak-
ing herbs and going to the hospital walk hand in hand and this means
that whiles visiting the native herbalists for herbs or leaves you must
also visit the hospital as well.” ...Samson (grandfather).

None of the participants reported the cure they hoped for and came
to acknowledge the long-term nature of CP. Though participants
described how both biomedical and alternative medicine had failed to
provide cure, the restitution narrative was not completely abandoned;
the hope of a cure was never lost.

Hope for cure and the restitution narrative

With Biomedical and alternative approaches failing to provide the
desired cure, participants' hope for restitution continued to be evident
and they looked forward to this in the future. However, this prospective
hope or desire for restitution to occur was not based on either biomed-
ical intervention or alternative (traditional treatment). Their longing for
cure at this time became intransitive (Hope for a cure that has “no spec-
ified object or direction”, Frank, 2013, p.232) and transcendent (Hope
for cure based on God's intervention influenced by religious beliefs.
The hope for cure appears to reinforce passive restitution, as partici-
pants seem to shift from actively engaging restitution, i.e., through
treatment, to becoming passive, hoping for restitution to occur intransi-
tively and transcendentally.

Intransitive hope for cure

The Intransitive hope for cure was based on the notion that cure
might happen eventually, without treatment, as their children contin-
ued to grow. In constructing this hope of restitution, they left the future
open for the possibility of the children getting well. This was solely the
narrative of mothers and siblings but not fathers and extended family
members. It appeared it was strongest at instances where efforts to
mobilise were made by the children with CP; this made them maintain
that their children would eventually get well with time.

“He is very active. Whenever I lay him down on a mat to exercise him, he
makes some appreciable efforts to get up on his own. This gives me the
hope that he will soon walk and be independent. The child will walk no
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matter his circumstances” .... Fanny (sibling).

For some mothers in the study, it appeared this intransitive hope for
cure continued to be maintained despite the realisation that this hope
was unlikely to be fulfilled but the mobility efforts made by their
children would make them continually cling to this hope.

“Though I have been told [by health professionals] my child would not
walk again but I still believe in my heart that he will walk one day.
Sometimes in the night, you would see him lifting his arms and feet
whiles stretching himself at the same time on his mat. | would be steal-
ing glances at him at such times, and It would make me feel that the
child will rise one day and walk. I know he is going to walk one day”
.... Nancy (mother).

It also appeared the hope of cure was co-constructed through
opinions of non-family members reinforcing their belief that their
children would eventually get well.

They [other people] always encourage me to continue taking care of the
child and that he is going to get well. They think the child will get well so
they continue to encourage me .... Florence (mother).

Transcendent hope for cure

The transcendent hope for cure, describes a hope that was beyond
the range of physical human experience; it was a re-storying of their
hopes of restitution underpinned or influenced by their religious beliefs,
i.e., the belief that God could cure their children. It appeared participants
had acknowledged the limitations of conventional and alternative treat-
ments and endeavoured to replace these with hope in God. It appeared
in the latter stage of the stories, of all groups of participants, that
religious beliefs replaced their biomedical ones. All participants had
affiliations with a formal or institutionalised religion and were active
participants in religious activities at the time of the study and this belief
was not associated with only one faith. They appeared to have the
opinion that God has time for everything including the time that he
would heal the children; all they could do was wait.

“God also knows when this child will get well. So, everything is in the
hands of God now. We know that with time, God would be able to heal
him, and our brother might improve and eventually walk” .... Leah
(sibling).

Within the narratives of all participants was the realisation that all
possibilities for cure or healing had been exhausted and the only final
means for cure would be from God.

“Now I have also come to know that there is no humanly possible cure
for cerebral palsy, so I always ask God in my prayers to heal my son.
pray every day, petitioning God to change my son's condition and re-
store him to proper health” .... Arthur (father).

Though the child was still in continuance of physiotherapy treat-
ment, this statement demonstrates an absence of hope in even the
therapy his child was receiving.

Transcendent hope appeared to mostly stem from religious readings.
For instance, the practising Christians related this to instances in the
Bible, where some persons with disability were healed miraculously.

“The book of Mark in the Bible, chapter 10 verse 46 says that Bartimaeus
was blind. When one day Jesus was passing by, he used his mouth to
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shout for help from Jesus. People tried to shut him up but he continued
shouting. He kept on shouting until Jesus heard and healed him. Like
Bartimaeus we know our child would be well with the help of God”
...... Kennedy (father).

Some of the participants believed that being healed by God would
also be a testimony that would convert people to religion.

“I tell him that God loves him and that his life is going to be a testimony
to the whole world. I tell him to keep in mind that God loves him deeply.
I tell him to keep in mind that he will one day testify of what he went
through as a child but was healed by God in front of a huge crowd
and his testimony will draw many people to God. Ernestina (mother).

Participants engaged in continuous personal or contingent religious
rituals [prayers in Christianity and “Salah” in Islam] through which they
bargained with God for improvement and cure for their children's con-
dition.

“We organise some prayer camps in the church I attend so when the
times are due, I send him there to be prayed for. So gradually, God has
listened to our prayers and the child is able to walk and talk a little”
.... Abraham (father).

A transcendent hope for cure was also reinforced by the opinions of
others and in particular the religious leaders in their communities.

“I have been taking him for prayers [at different churches] till now. They
tell us at such places that he would walk and talk. These are men of God
and they are spiritual people, so when they tell you things like this, you
cannot doubt it”. Mary (grandmother).

The transcendent hope for cure that participants expressed never
waned and they were sure this would happen in the future.

Discussion

Having its narrative plotline as “yesterday I was healthy, today I am
sick but tomorrow I will be better”, the restitution narrative has been
framed as the most common narrative among people with recent illness
but may be less evident among the chronically ill (Frank, 1995b; Frank,
2013; Whitehead, 2006). The restitution narrative demonstrates a
movement away from an optimal state of health, coming back again
to the optimum and explores the experiences encountered within
health investigations and treatments. The desire for restitution to
occur is compounded by other people's expectations to hear restitution
stories. It is suggested that the institutional stories of illness have
affected people's expectations of how stories of illness should be told
(Frank, 2013).

In this study, the restitution narrative was evidenced at the
pre-diagnosis stage, after diagnosis, seeking treatment and when
participants came to the realisation that both biomedical and traditional
treatment had failed and therefore resorted to religious beliefs for cure.
Restitution in the current study was therefore underpinned by
help-seeking behaviour and belief in transcendence for a desired cure.

The current study has demonstrated that restitution first emerged at
the pre-diagnosis stage when study participants perceived that
“something was wrong” with the children. This is consistent with the
narratives of parents having children with cancer (Bally et al., 2014)
where participants did not initially consider the children's condition to
be long-term as they believed the condition could be resolved within
the biomedical model like any other acute illness. However, this differs
from the reports of chronically ill people themselves where inconsis-
tencies in the emergence of the restitution narrative have been
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detected. In a report of people with Fibromyalgia Syndrome (Diver
et al,, 2013b), it was observed that all participants began with the resti-
tution narrative at the onset of their symptoms during the pre-diagnosis
stage. However, this was not the case for people suffering from cancer
(Thomas-Maclean, 2004) or HIV (Ezzy, 2000).

Furthermore, the actions of all participants in this study also reflected
the tenets of the medical model of disability in which disability is
conceptualised as a biological or medical problem (Marks, 1997), which
needed to be corrected; hence their ongoing endeavour to seek a cure.

The failure of biomedical treatment in providing the desired restitu-
tion led participants to consider an alternative means of seeking restitu-
tion for the children. Herbalism was engaged to complement
biomedical treatment, with the hope that in lieu of biomedical treat-
ment, alternative or the traditional approach to treatment could bring
restitution into effect. This action further deepened the participant's
desire for restitution to happen. Participants did not disclose the
alternative source of help they sought to health professionals.

The use of herbalism as an alternative treatment in this current
study, and the hope participants had it would provide a cure has contex-
tual explanation. Previous research has demonstrated that in develop-
ing countries especially Africa, herbal remedies, often called traditional
medicines are often preferred over treatments recommended by
cosmopolitan or western medicine (Abdullahi, 2011; Amoah et al.,
2014). This is because of accessibility to these treatments and their asso-
ciated low prices or cost. In addition, there is the general perception that
traditional treatments are harmless and are guaranteed to bring
favourable result. It has been estimated empirically that in Ghana,
around 70% of healthcare is provided by traditional healers who have
no formal training and that “there is an estimated one traditional healer
for every 400 inhabitants and one physician with conventional medical
training for every 12,100 inhabitants” (Abdullahi, 2011; Amoah et al.,
2014). In Ghana, traditional medicines are created by ordinary people
and form part of their way of life (Abdullahi, 2011; Yeboah, 2000). The
media have also helped in the promotion of traditional medicines be-
cause their practitioners and purveyors are allowed to advertise their
products for a small fee. Many times, in a bid to reinforce the potency
of their plant-based medicines, herbalists would bring some people
who they would portray as their past patients, to testify about their
products and how the products have helped with their healing. This
practice in the Ghanaian setting seems to reinforce Frank's (1995)
view that the media helps in the propagation of the restitution narra-
tive. These traditional healers or herbalists have no formal training in
the use of traditional medicines yet people trust in their expertise for
healing. Therefore, healthcare practitioners advise against consultations
with traditional healers and frequently warn patients and their carers
that traditional healers may exacerbate medical conditions as opposed
to cure or managing cure. However, the current study reveals that fam-
ily members still seek alternative help from herbalists irrespective of
any advice that may have been given. This could therefore suggest
that family members may defer to alternative treatment in future.

This also portrays a lack of knowledge about chronic conditions and
their long-term nature. Previous research that relates to the enactment
of the restitution narrative by ill persons, provides further evidence on
how chronically ill persons demonstrated an alternative help-seeking
behaviour within the restitution narrative which reflects the current
finding (Whitehead, 2006). For those with chronic fatigue syndrome/
myalgic encephalomyelitis (CFS/ME), the use of alternative therapies
was widespread after the establishment of diagnosis. All participants
tried a form of complementary/alternative treatment and several thera-
pies (Whitehead, 2006). However, while the current study demon-
strated that herbalism was the main form of alternative treatment for
participants, Whitehead (2006) discovered that diets in the form of
wheat-free, sugar-free, no meat, no dairy products and a high potassium
diet, were the most common form of alternative treatment for those
with CFS/ME.
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There exists published research (Bannister, 2015; Barrett, 2005;
Village, 2005) in the practice of religious beliefs and rituals believed
by some people to elicit the intervention of that which is divine causing
spiritual and physical healing, especially in Christian practice. This is
reflected in the findings of the current study when both biomedical
and alternative sources had failed to provide the cure participants had
expected. There is the assertion by believers that by religious faith
through prayer and/or other rituals such as laying on of hands, a divine
presence and power could be stimulated to bring about the healing of
disease and disability (Village, 2005, pp. 51-53). Furthermore, there
have been popular claims that numerous religious rituals such as prayer,
intervention from the divine, or an individual healer's ministrations can
bring about healing or cure illness (Barrett, 2005). According to the
American Cancer Society (Bannister, 2015), many people have
expressed claims that faith and prayer can cure chronic conditions
such as multiple sclerosis, blindness, deafness, defective speech, cancer,
many developmental disorders, Acquired Immune Deficiency Syn-
drome (AIDS), etc. Recovery from these conditions has been attributed
to many religious techniques which have been classified commonly as
faith healing (Bannister, 2015). Faith healing can involve a strong belief
in a higher power or a supreme being for cure, prayer or a visit to a
religious shrine to perform some rituals (Bannister, 2015). The New
Testament of the Bible has been interpreted by many Christians as a
canon that teaches a belief in and practice of faith healing. A study
among some Americans found that participants believed praying to
God can cure the ill person regardless of the claims of medical science
that the condition is incurable (Gansler et al., 2008; Kalb, 2003). Mus-
lims also claim that through a ritual called rugyah in which the right
hand is placed on the forehead or at the site of illness and certain
words from the Quran classified as Sura Al-Fatiha are then recited,
illness can be cured (Haokip, 2007). The present study has demon-
strated that as both biomedical and traditional medicine failed in bring-
ing about the expected cure, participants felt they had exhausted all
avenues for healing and felt there was nothing they could do in their
power to bring about restitution. From thenceforth, it emerged that
participants had begun trusting in a supreme being or in a higher
power for cure. It appeared they had lost hope in any human interven-
tion and expressed a belief in transcendence for cure, a cure that was
beyond the normal physical human experience.

Implications for practice

This study has implications for paediatric nursing specifically and
health practice in general. Paediatric nursing professionals and other
health professionals dealing with family members living with children
having cerebral palsy could attend to their stories in an open and fo-
cused manner to honour and validate their stories as well as their expe-
riences. The recognition of restitution stories by health professionals
could lead to more focused assessments, care and interventions for ill
persons and their families. Family members who may tell the restitution
stories could be supported to come to the realisation that cerebral palsy
cannot be cured but rather managed. Health professionals could then
lead them to understand and practice the various ways of managing ce-
rebral palsy and preparing well for the uncertain future of the children.

Recommendations for further research

As this is the first study to consider the experiences of family mem-
bers surrounding the chronically ill child with the use of Frank's narra-
tives, more research is needed to validate the repeatability of these
findings in other settings. Further research may also be needed to ex-
plore the narratives of family members living with adult children
(from 18 years of age) to find out if their narratives would differ or
would remain the same and whether or not these narratives would
even be enacted at all.
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Strengths and limitations of the study

A major strength of this study is that it is the first study which has
employed Frank's illness narrative typology as a framework to study
the experiences of persons around the chronically ill child by
employing multiple participant perspectives from the family.
Furthermore, study outcomes were grounded in data and the frame-
work also provided an in-depth explanation of findings which have
helped improve the understanding of living with a child having
cerebral palsy in the family.

As a limitation, the researchers have no way of knowing, empiri-
cally, to what extent the results would be similar or different in
another study setting given the small sample size and the specific
nature of the study. Furthermore, this study may demonstrate a
potential for selection bias as the first step to gain access to partici-
pants was in a healthcare institution. This meant that only the family
members of mostly mothers who came to the selected regional hospi-
tal with their children for routine physiotherapy treatment were
included in the study. Again, the lead researcher's professional
background as a person who works with persons with disability and
their families and who wanted to elucidate their experiences might
have influenced the way study findings were interpreted. Finally, the
local language used for data collection and the study setting may
also impact the study's applicability to other settings, that notwith-
standing, the study may provide a global insight into living with
chronic illness as far as less developed settings are concerned.

Conclusion

This is the first study that has employed Frank's illness narrative
typologies as a framework to study the experiences of persons around
the chronically ill child by employing multiple participant perspectives
from the family and has found the existence of dominant typologies of
restitution, Chaos and Quest in their narratives. Study outcomes were
grounded in data and the framework also provided an in-depth expla-
nation of findings which have helped improve the understanding of
living with a child having cerebral palsy in the family. Findings from
the current study have provided new theoretical insight into the
experiences of having a child with cerebral palsy in the family. The
use of the restitution narrative (Frank, 1995b) has provided a novel,
holistic, and a more comprehensive understanding of familial experi-
ences of living with a child with cerebral palsy.
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